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SERIES  INTRODUCTION- -The  Disability  Rights  and  Independent  Living 
Movement,  by  Simi  Linton 


When  I  was  asked  to  write  the  introduction  to  the  Bancroft 
Library's  oral  histories  on  the  disability  rights  movement  in  Berkeley, 
it  reminded  me  of  the  summer  of  1975,  when  I  left  New  York  City  and 
headed  out  to  Berkeley,  California.   For  Berkeley  was  the  place  to  be  I 
told  my  friends,  filled  with  hippies  and  free  love.   I  would  spend  the 
summer,  take  courses  at  the  university.   I  had  been  disabled  just  a  few 
years  and  this  was  my  first  trip  on  my  own,  away  from  the  tight  circle 
of  family  and  friends  I  had  relied  on  in  those  early  years. 

Someone  had  told  me  that  Berkeley  was  a  center  of  disability 
activism,  but  I  didn't  tally  that  in  my  list  of  reasons  to  go  there.   I 
was  a  naive  young  woman  in  my  twenties,  and  still  new  to  disability.   I 
"managed"  my  disability  by  keeping  its  profile  low,  and  its  needs  in 
check.   I  use  a  wheelchair,  and  did  then,  and  decided  I  would  need  to 
call  the  disabled  students'  office  at  the  university  to  get  help  finding 
an  accessible  apartment  near  the  campus,  but  also  decided  this  would  be 
the  only  concession  I  would  make  to  ray  disabled  state.   I  was  fine,  I 
told  myself  and  my  family,  and  by  that  I  meant  I  could  go  anywhere,  I 
could  do  everything.   Disability  would  not  bog  me  down  and  it  would  not 
mark  me. 

While  bold  on  the  outside,  I  harbored  the  deep  fear  that  I  might 
fail  in  my  ability  to  keep  disability  in  its  place,  that  it  would  come 
crashing  in  around  me  and  swallow  me  up.   I,  therefore,  was  completely 
unprepared  for  the  headlong  leap  I  made  that  summer  toward  disability, 
toward  the  people  and  the  territory  that  I  had  shunned.   I  never 
imagined  that  I  would  move  toward  disability  with  interest  and  gusto. 
It  didn't  happen  all  at  once  in  that  brief  summer,  but  I  call  that  time 
in  Berkeley  my  coming  out. 

I  had  arrived  in  a  place  where  disability  seemed  more  ordinary 
than  it  was  where  I  had  come  from,  where  accommodations  were  apparent, 
where  the  curbcuts  on  every  corner  made  it  possible  for  me  to  go  to  the 
supermarket,  to  the  bookstore  and  up  to  campus  without  having  to  stop 
someone  at  each  corner,  explain  to  them  how  to  tilt  my  wheelchair  back, 
take  it  down  the  curb,  and  lift  it  back  up  on  the  other  side.   Although 
Berkeley  may  not  have  had  significantly  more  disabled  people  than  other 
places,  it  seemed  to.   Maybe  it  was  because  I  was  out  on  the  streets 
more  than  I  was  in  New  York.   I  saw  people  acting  out  the  daily  routines 
of  life  —  going  to  the  supermarket,  school  or  their  jobs—using 
wheelchairs  or  crutches,  brandishing  white  canes,  using  sign  language 
and  all  of  the  other  indicators  of  membership. 
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And  life  started  to  become  easier  and  more  flavorful,  not  by 
avoiding  disability  but  by  living  with  it  in  a  different  way.   The  lure 
of  the  other  disabled  people  I  saw  was  great,  and  I  learned  that  it  was 
those  people,  most  I  never  got  to  meet,  who  were  responsible  for  the 
curb  cuts,  accessible  bathrooms,  the  independent  living  center  where  I 
went  for  help,  and  the  disabled  students  office  that  had  found  an 
apartment  for  me.   I  had  never  seen  any  place  where  disabled  people  were 
in  charge  and  it  thrilled  me  and  made  me  optimistic  about  my  life  in  a 
way  that  no  other  experience  could. 

I  learned  back  then  that  it  was  not  some  benevolent  church  group 
that  carved  out  those  curb  cuts,  or  a  member  of  the  town  council  trying 
to  get  votes  who  mandated  accessible  facilities,  they  were  due  to  the 
deliberate  actions  and  painstaking  labor  of  members  of  the  disability 
community  who  fought  for  the  changes  that  were  made.   Their  work  set  the 
stage  for  the  ongoing  struggle  for  rights  and  liberties  that  has  engaged 
a  nation  of  activists.   Today,  while  discrimination  remains  a  constant 
in  disabled  people's  lives,  the  right  to  an  accessible  environment,  to 
housing,  employment,  and  transportation  is  governed  by  laws  that  are 
increasingly  exerting  influence  on  those  who  discriminate.   Further,  the 
idea  of  integration,  in  education,  in  public  accommodations  and  in 
transportation,  pervades  the  informed  discourse  on  disability  rights  and 
is  supported,  again,  by  legislation  that  mandates  desegregating  society. 

The  Bancroft  Library's  Regional  Oral  History  Office  project,  "The 
Disability  Rights  and  Independent  Living  Movement:  The  Formative  Years 
in  Berkeley,  California,  1960s-1980s , "  exposes  the  brick  and  mortar  of 
these  victories.   Present  in  the  narratives  are  major  players  and 
significant  events,  as  well  as  the  vital  auxiliary  figures  and 
contributing  influences  that  form  the  connective  tissue  of  the  Berkeley 
portion  of  these  movements.   The  histories  also  reveal  the  dilemmas  and 
roadblocks  that  halted  progress  and  interfered  with  the  integrated  and 
equitable  society  that  the  framers  of  this  political  agenda  envisioned. 

It  is  a  critical  time  to  look  closely  at  the  progress  that  has 
occurred,  and  to  study  the  impairments  and  deficits  that  remain  in  our 
not  yet  fully  integrated  and  equitable  society.   Researchers,  activists 
and  those  who  write  policy  need,  of  course,  to  examine  the  present 
moment,  and  evaluate  the  necessary  steps  to  take  to  move  forward.   Yet, 
just  as  important,  is  an  examination  of  what  led  us  here.   How  are 
present  problems  connected  to  past  struggles?   How  do  ideas  that  we  act 
on  today,  relate  to  those  formulated  in  past  eras? 

The  oral  history  project  provides  detailed  answers  to  those 
research  questions.   The  material  they  have  assembled  will  be  of  value 
to  researchers,  artists  of  all  kinds,  activists  and  policy  makers.   This 
endeavor  is  made  possible  now  by  opportunities  afforded  by  the  present 
moment  that  were  not  readily  available  before.  The  early  activities  and 
ideas  have  had  the  opportunity  to  grow  and  take  root.   There  has  been 
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time  to  evaluate  their  impact  and  to  see  the  shifts  in  ideas,  policy, 
and  human  interactions  spurred  by  what  at  first  glance  might  seem  to  be 
a  random  set  of  activities  undertaken  in  reaction  to  specific  concrete 
problems . 

In  addition,  there  have  been  a  number  of  developments  over  the 
last  three  decades  that  have  created  both  the  need  and  the  impetus  for 
this  work.   I've  grouped  these  into  four  sections  that  outline  some  of 
the  cultural,  scholarly  and  political  activity  that  informs  this  work. 

The  Social  Construction  of  Disability  and  the  Significance  of  Community 

What  I  witnessed  in  the  summer  of  1975  when  I  came  to  Berkeley 
from  New  York  was  that  disability  could  mean  something  different  just  by 
moving  to  a  new  location.   I  wouldn't  learn  the  term  "social 
construction"  for  another  fifteen  years,  but  I  did  learn  through  direct 
experience  that  disability  is  not  fixed.   I  also  learned  that  the 
disability  community  is  a  powerful  and  meaningful  entity. 

Fundamental  to  the  Regional  Oral  History  Office  project  is  an 
understanding  of  the  social  construction  of  disability.   The  efforts 
begun  in  the  sixties  by  the  people  interviewed  here  to  reframe 
disability  as  a  social  designation  and  to  conceptualize  obstacles  to 
employment,  education  and  integrated  living  as  a  civil  rights  issue, 
rather  than  an  individual  problem  of  impairments  and  deficits,  made  it 
possible  to  understand  disability  that  way.   Further,  an  essential 
prerequisite  for  the  progress  of  the  disability  rights  movement  was  the 
organization  of  the  disability  community,  a  coalition  formed  by  the 
discovery  of  each  other  and  the  recognition  of  our  common  social  status. 
Although  medical  and  educational  institutions  continue  to  categorize  and 
divide  people  by  impairment  status,  the  formation  and  the  formulation  of 
the  "disability  community"  has  had  a  major  impact  in  the  social/ 
political  arena. 

For  all  my  early  learning,  and  my  ongoing  study  of  disability,  it 
is  in  reading  these  histories  that  I  have  begun  to  understand  how 
profound  and  original  the  ideas  are  that  drove  the  early  activists.   The 
voices  that  are  heard  here  demonstrate  the  purposefulness  of  the 
activists  and  their  comprehensive  vision  of  an  equitable  society.   If 
this  research  platform  were  to  reveal  nothing  else,  it  would  be 
invaluable  as  a  means  to  contradict  the  stereotypes  of  disabled  people, 
and  of  the  disability  rights  movement  as  merely  riding  the  coattails  and 
mimicking  the  agendas  of  the  civil  rights  and  feminist  movements. 

Yet,  not  only  does  this  collection  of  histories  serve  as  an 
exemplar  of  social  construction  and  the  significance  of  community,  it 
demonstrates  the  unique  nature  of  the  construction  of  disability  and 
illustrates  the  struggle  to  define  and  assert  rights  as  a  minority  group 
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in  the  face  of  powerful  efforts  to  confine  disability  within  the 
province  of  medical  discourse. 

The  Value  of  First-Person  Narratives 

A  second  domain  that  informs  this  project  is  the  increased 
attention  to  the  active  voice  of  previously  marginalized  peoples.   First 
person  narratives,  long  discredited  in  academic  circles,  are  now 
accepted  by  a  wide  variety  of  scholars  and  public  historians  as  not  only 
valid,  but  necessary  research  tools.   ROHO's  intent  to  bring  disabled 
people's  perspective  to  the  forefront  is  consistent  with  that  approach, 
and  the  nuanced  and  detailed  data  they  obtained  demonstrates  again  the 
value  of  the  methodology.   Disability  has  traditionally  been  studied  as 
the  effect  of  war  or  violence,  the  failures  of  medicine,  or  other 
causes.   In  these  narratives,  we  see  that  what  brought  disability  to  the 
individual  becomes  much  less  important  than  what  the  presence  of 
disability  causes  to  happen.   Significantly,  the  narrators  show  the  ways 
that  disability  sets  in  motion  certain  social  and  institutional 
responses.   As  these  histories  reveal,  a  disabled  person's  presence  in  a 
school,  a  restaurant,  a  job  interview,  a  social  gathering,  or  other 
venue  often  caused  events  to  unfold  in  particular  ways. 

While  scholars  outside  of  disability  studies  have  rarely  paid 
attention  to  disability  narratives,  this  project  provides  compelling 
documentation  of  the  place  of  disability  within  the  larger  social  arena, 
and  also  demonstrates  the  ways  that  disability  plays  a  role  in  shaping 
an  historic  moment.   I  believe  that  the  rich  insights  of  the  narrators 
and  their  ability  to  reveal  the  complex  consequences  of  disability 
oppression  will  engage  scholars  within  disability  studies  as  well  as 
those  outside  the  field.   For  instance,  researchers  might  want  to  look 
at  what  the  histories  reveal  about  the  parallels  between  the  place  of 
women  in  other  early  civil  rights  struggles  and  in  the  disability  rights 
movement.   They  may  want  to  examine  disabled  people's  perspective  on 
their  exclusion  from  other  social  justice  platforms  or  consider  the 
obstacles  that  the  disability  community  itself  may  have  erected  to 
coalition  building  with  other  disenfranchised  groups. 

Complex  Representations  of  Disability  and  the  Social  Milieu 

The  oral  histories  provide  detailed  descriptions  of  the  lives  of 
the  narrators  and  others  in  their  circles.   These  materials  will  be 
useful  not  only  to  researchers  and  activists  but  to  writers  and  artists 
interested  in  portraying  the  lives  of  the  people  interviewed,  or 
developing  fictional  representations  using  these  figures  as  stimuli. 
For  instance,  writers  can  turn  to  these  histories  for  background 
information  for  projects  that  dramatize  events  of  the  sixties.   The 
projects  might  relate  specifically  to  the  events  or  the  people  described 
in  the  oral  histories,  or  the  research  might  be  aimed  at  gaining  more 
accurate  information  about  secondary  characters  or  events.   A  writer 


might  want  to  learn  more  about  what  the  Cowell  Residence  really  looked 
like,  who  lived  there,  what  were  the  attendants  like,  some  of  whom  were 
conscientious  objectors  doing  alternative  service  during  the  Vietnam 
War,  or  what  kinds  of  wheelchairs  and  other  adaptive  equipment  were 
people  using  then.   These  histories  are  about  disabled  people  and  the 
genesis  of  the  disability  rights  movement,  but  they  are  also  histories 
of  the  period  and  will  be  useful  in  providing  more  accurate 
representations  of  both. 

While  mainstream  cultural  products  continue  to  depict  disabled 
people  and  disabled  characters  in  inaccurate  and  narrow  ways,  a  growing 
number  of  writers,  artists,  actors,  and  performance  artists  who  are 
disabled  or  are  insiders  in  the  disability  community  are  providing  more 
realistic,  interesting  and  complex  representations  of  disability  to  a 
wider  audience  than  the  arts  ever  have  before.   Although  the  numbers  are 
still  small  and  the  venues  marginal,  I  expect  that  over  the  next  decade, 
as  increasing  numbers  of  disabled  people  gain  access  to  higher  education 
and  training  in  the  arts,  their  ranks  will  grow  and  as  they  do,  this 
material  will  continue  to  grow  in  value. 

A  Resource  for  Disability  Studies  Scholars 

Finally,  this  project  will  be  an  invaluable  resource  to  the 
growing  ranks  of  disability  studies  scholars.   Disability  studies  began 
to  take  shape  as  an  organized  area  of  inquiry  in  the  early  1980s.   Prior 
to  that  time,  although  there  were  isolated  pockets  of  transformative 
scholarship  in  some  liberal  arts  fields,  the  study  of  disability  was 
housed  almost  exclusively  in  the  specialized  applied  fields 
(rehabilitation,  special  education,  health,  et  cetera).   Disability 
studies  came  along  and  provided  a  place  to  organize  and  circumscribe  a 
knowledge  base  that  explains  the  social  and  political  nature  of  the 
ascribed  category,  disability.   The  field  has  grown  enormously, 
particularly  since  the  early  1990s,  as  has  the  Society  for  Disability 
Studies,  the  organization  that  supports  the  work  of  scholars  and 
activists  interested  in  the  development  of  new  approaches  that  can  be 
used  to  understand  disability  as  a  social,  political  and  cultural 
phenomenon. 

Certain  ideas  pervade  disability  studies.   For  instance,  a  number 
of  authors  have  examined  such  ideas  as  autonomy  and  independence.   The 
perspectives  employed  in  a  disability  studies  analysis  of  such  phenomena 
afford  a  complex  look  at  these  hitherto  rarely  examined  ideas.   Scholars 
interested  in  the  theoretical  implications  of  these  ideas  will  benefit 
from  examining  the  ROHO  histories.   They  will  learn,  as  I  did  in  a 
recent  reading,  how  the  early  activists  discovered  that  the  surest  route 
to  gaining  independence  was  to  have  access  to  attendant  care.   These 
young  people,  many  just  out  of  institutions,  or  living  away  from  home 
for  the  first  time  in  their  lives,  were  creating  a  new  type  of 
community,  one  in  which  it  was  clearly  understood  that  support  and 
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services  are  necessary  for  individual  autonomous  functioning.   They 
recognized  the  irony  that  what  is  typically  thought  of  as  "total 
dependence"  was  instead  the  ticket  to  the  greatest  freedom  and  autonomy 
they'd  ever  known.   Rather  than  wait  for  the  nurse  or  orderly  in  their 
institution  to  "decide"  if  it  was  time  to  get  out  of  bed,  have  a  shower, 
eat  dinner  or  watch  television,  with  personal  attendants  available  and 
under  their  direction  they  could  make  these  decisions  on  their  own. 
Rather  than  wait  at  home  for  their  mother  or  other  relative  or  friend  to 
bring  them  food  or  take  them  somewhere,  they  could  lobby  the  university 
for  a  lift-equipped  van  that  would  be  at  their  disposal  and  provide  them 
with  access  to  the  kinds  of  leisure  activities  non-disabled  students 
take  for  granted.   They  learned  by  setting  up  their  own  wheelchair 
repair  services,  and  hiring  qualified  mechanics,  they  could  keep  their 
manual  chairs,  and  the  power  wheelchairs  that  they  also  had  lobbied  for, 
in  working  order. 

Through  their  lived  experience  they  had  the  occasion  to  formulate 
a  new  way  of  thinking  about  such  accepted  ideas  as  what  constitutes 
independence;  what  is  freedom,  equity,  and  integration;  the  ways  that 
physical  dependence  and  psychological  independence  are  two  separate  and 
potentially  unrelated  variables.   Disability  studies,  while  dominated  by 
theoretical  formulations,  social  science  research  methodology,  and  modes 
of  analysis  employed  in  various  areas  of  the  humanities,  will  benefit 
enormously  from  the  concrete  examples  given  here  of  the  abstract 
principles  our  work  depends  on. 

The  value  of  this  project  will  ultimately  be  revealed  as  future 
research,  creative  endeavors,  and  policy  initiatives  are  developed  that 
have  utilized  this  primary  source  material.   Over  the  decades  to  come, 
researchers  in  all  areas  of  inquiry  will  find  within  these  documents 
numerous  variables  to  be  tested,  relationships  among  people,  events,  and 
trends  to  be  examined,  cultural  phenomena  to  be  studied  and  dramatized, 
and  ideas  to  be  woven  into  theory  or  literature.   The  most  exciting 
research  opportunity  that  this  work  affords  is  the  examination  of  the 
beliefs  and  behaviors  of  people  whose  demands  for  equity  and  justice 
upped  the  ante  in  the  fight  for  an  inclusive  society. 

The  Regional  Oral  History  Office  staff  are  to  be  commended  for 
their  vision.   They  have  brought  us  a  vital  piece  of  history,  one  that 
would  be  lost  and  forgotten  if  it  were  not  for  them.   They  have  captured 
in  these  individual  histories,  a  history.   And  a  legacy. 

Simi  Linton,  Ph.D.,  Co-Director 
Disability  Studies  Project 
Hunter  College 

New  York,  New  York 
April  1999 
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SERIES  HISTORY--The  Disability  Rights  and  Independent  Living  Movement 
Oral  History  Project,  by  Ann  Lage  and  Susan  O'Hara 


Historical  Framework 

The  movement  by  persons  with  disabilities  for  legally  defined 
civil  rights  and  control  over  their  own  lives  took  on  its  present 
framework  in  the  1960s  and  1970s.   Virtually  simultaneously  in  several 
cities  nationwide,  small  groups  of  people  with  significant  disabilities 
joined  together  to  change  the  rules  of  living  with  a  disability.   No 
longer  content  with  limited  life  opportunities,  nor  willing  to  be 
defined  solely  as  medical  patients,  they  shared  the  willingness  to 
challenge  authority,  discard  received  wisdom,  and  effect  societal  change 
that  was  the  hallmark  of  the  era.   Not  surprisingly,  the  disability 
movement  paralleled  other  movements  for  equity  and  civil  rights  by  and 
for  racial  minorities,  women,  and  gay  people.   From  our  vantage  at  the 
close  of  the  century,  it  is  apparent  that  these  movements,  taken 
together,  have  changed  the  social,  cultural,  and  legal  landscape  of  the 
nation. 

Berkeley,  California,  was  one  of  the  key  cities  where  models  for 
independent  living  were  developed.   A  small  group  of  young  people,  all 
wheelchair  users,  had  one  by  one  enrolled  at  the  University  of 
California  in  the  1960s.   In  an  era  prior  to  accessible  dormitories  or 
private  housing,  they  were  given  living  quarters  in  the  campus's  Cowell 
Hospital.   In  the  midst  of  the  campus  maelstrom  of  free  speech,  civil 
rights,  and  anti-war  protests,  they  experimented  with  radical  changes  in 
their  daily  lives,  articulated  a  new  philosophy  of  independence,  and 
raised  their  experience  to  a  political  cause  on  campus  and  in  the 
community. 

By  1972,  these  students  had  created  new  institutions,  run  by  and 
for  people  with  disabilities,  which  soon  attracted  national  attention. 
The  first  two  of  these  organizations,  the  Physically  Disabled  Students' 
Program  on  the  campus  and  the  Center  for  Independent  Living  in  the 
community,  drew  several  hundred  people  with  disabilities  to  Berkeley 
from  across  the  United  States.   This  early  migration  became  the  nucleus 
and  the  strength  of  the  community  that,  for  many,  came  to  symbolize  the 
independent  living  movement. 

Political  action  kept  pace  with  the  developing  awareness  and 
institutional  growth.   In  the  early  seventies,  the  Berkeley  group 
successfully  lobbied  the  city  of  Berkeley  for  curb  cuts  and  the  state 
legislature  for  attendant  care  funding.   In  1977,  scores  of  persons  with 
disabilities  sat  in  for  twenty-six  days  at  the  offices  of  the  federal 
Department  of  Health,  Education,  and  Welfare  in  San  Francisco,  as  part 
of  a  nationwide  protest  that  eventually  forced  implementation  of  Section 
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504  of  the  Rehabilitation  Act  of  1973,  often  called  the  Bill  of  Rights 
for  Americans  with  Disabilities.   Many  participants  trace  their 
awareness  of  disability  as  a  civil  rights  issue  and  their  sense  of 
membership  in  a  disability  community  to  the  1977  sit-in. 

By  the  1980s,  a  number  of  other  important  organizations  had 
evolved  from  the  Berkeley  experience:  the  Disability  Rights  Education 
and  Defense  Fund  (DREDF) ,  the  World  Institute  on  Disability  (WID) , 
Computer  Training  Program  (later,  the  Computer  Technologies  Program 
[CTP]),  the  Bay  Area  Outreach  Recreation  Program  (BORP),  and  others. 
All  of  these  organizations  shared  the  original  philosophy  of  the 
Berkeley  movement.   Their  example  and  their  leaders  have  had  national 
and  even  international  impact  on  the  quality  of  life  and  civil  rights  of 
persons  with  disabilities. 


Genesis  of  the  Project 

The  idea  for  a  project  to  document  these  historic  events 
germinated  for  nearly  fifteen  years  before  funding  was  secured  to  make 
possible  the  current  effort.   In  1982,  Susan  O'Hara,  then  director  of 
the  Disabled  Students'  Residence  Program  at  the  University  of 
California,  Berkeley,  contacted  Willa  Baum,  director  of  the  Regional 
Oral  History  Office  (ROHO)  of  The  Bancroft  Library,  suggesting  that  the 
genesis  of  the  Berkeley  movement  be  recorded  in  oral  histories  with 
participants  in  the  campus's  Cowell  Hospital  Residence  Program.   Mrs. 
Baum  and  Ms.  O'Hara  began  planning,  enlarged  the  project  scope,  gathered 
faculty  support,  and  initiated  the  search  for  funding.   Their  efforts 
produced  three  grant  applications,  the  final  one  in  cooperation  with 
Professor  Raymond  Lifchez  of  the  UC  College  of  Environmental  Design,  to 
the  National  Endowment  for  the  Humanities,  none  successful. 

ROHO  then  secured  funding  from  the  Prytanean  Society,  a  Berkeley 
campus  women's  service  group,  to  produce  oral  histories  with  Arleigh 
Williams  and  Betty  Neely,  both  campus  administrators  who  oversaw  the 
establishment  of  the  early  disabled  students'  programs.   Herb  Wiseman,  a 
former  staff  member  of  the  disabled  students'  program,  conducted  these 
two  interviews  in  1984-1985.   Later,  the  California  State  Archives  State 
Government  Oral  History  Project  funded  an  oral  history  with  Edward 
Roberts,  the  first  student  in  the  Cowell  program  and  later  the  director 
of  the  California  State  Department  of  Rehabilitation.   This  initial 
support  proved  essential;  all  three  individuals  were  to  die  before  the 
current  project  was  funded. 

By  1995,  as  the  historical  importance  of  the  events  in  Berkeley 
and  beyond  grew  increasingly  evident,  the  fragility  of  the  historical 
record  became  ever  more  apparent.   The  archival  records  of  key 
institutions  that  grew  out  of  the  movement  and  shaped  nationwide  events 
were  not  collected  and  preserved  in  a  publicly  accessible  library.  The 
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personal  papers  of  key  leaders  of  the  movement  were  scattered  in 
basements  and  attics.   Moreover,  the  urgency  of  preserving  the  memories 
of  participants  through  oral  history  interviews  was  underscored  by  the 
death  of  five  pioneer  disabled  activists  in  the  previous  several  years. 

When  Susan  O'Hara  and  Mary  Lou  Breslin  outlined  the  scope  of  the 
problem  to  The  Bancroft  Library,  the  then-curator  of  Bancroft 
Collections,  Bonnie  Hardwick,  joined  Willa  Baum  in  support  of  the  idea 
of  developing  a  comprehensive  disability  collection  at  Bancroft.   Baum, 
Hardwick,  and  Ann  Lage,  associate  director  of  ROHO,  worked  with  leaders 
of  the  disability  community  to  design  a  plan  for  an  archival  collection 
at  The  Bancroft  Library,  to  include  both  in-depth  oral  history 
interviews  and  written  and  photographic  records  of  major  organizations 
and  activists.   The  Disabled  Persons'  Independence  Movement  collection 
was  envisioned  as  "a  primary  historical  resource  of  national 
significance,  a  research  platform  for  future  scholars,  for  persons  with 
disabilities,  and  for  public  education."   The  National  Institute  on 
Disability  and  Rehabilitation  Research  generously  funded  the  three-year 
project  in  1996. 


Project  Staff  and  Advisors 

The  collaborative  nature  of  the  project  —  among  the  disability 
community,  academic  advisors,  oral  historians,  and  archivists—has 
strengthened  it  in  every  respect.   The  advisory  board  included  three 
Berkeley  professors:  Frederick  Collignon  of  the  Department  of  City  and 
Regional  Planning,  who  has  worked  on  disability  issues  since  1970; 
Raymond  Lifchez,  Department  of  Architecture,  who  has  conducted  research 
on  environmental  design  for  independent  living  since  1972;  and  William 
K.  Muir,  Department  of  Political  Science,  who  has  chaired  campus 
committees  on  disability  issues,  and  is  a  scholar  of  U.S.  and  state 
government  and  public  policy.   Paul  Longmore,  professor  of  history  from 
San  Francisco  State  University  and  a  specialist  in  disability  history, 
was  crucial  in  defining  themes  and  topics  to  explore  in  oral  history 
interviews.   Mary  Lou  Breslin,  president  and  co-founder  of  the 
Disability  Rights  Education  and  Defense  Fund,  represented  the 
perspective  of  the  organizations  to  be  documented  as  well  as  her 
personal  experiences  as  an  activist  for  disability  rights. 

Knowing  that  oral  history  is  most  often  successfully  carried  out 
by  persons  who  combine  a  compelling  personal  interest  in  the  project 
with  an  ability  to  bring  a  historical  perspective  to  their  task,  the 
Regional  Oral  History  Office  turned  to  the  Bay  Area  disability  community 
itself  to  staff  the  project's  team  of  interviewers.   Susan  O'Hara  became 
the  historical  consultant  for  the  project  and  conducted  a  number  of 
interviews  as  well  as  informing  all  of  the  project  activities.   All  of 
the  project  interviewers  had  personal  experience  with  disability.   A 
majority  had  significant  disabilities,  several  had  participated  in  or 


observed  the  historical  events  to  be  documented  and  knew  many  of  the  key 
players  and  organizations.   Interviewers  included  Sharon  Bonney,  former 
director  of  the  Disabled  Students'  Program  at  UC  Berkeley  and  former 
assistant  director  of  the  World  Institute  on  Disability;  Mary  Lou 
Breslin,  who  crossed  over  from  the  advisory  board;  Kathy  Cowan, 
librarian  for  a  public-interest  nonprofit  organization;  Denise  Sherer 
Jacobson,  a  writer  and  educator  on  disability  issues;  David  Landes,  a 
college  instructor  of  economics  and  coordinator  of  student  affairs  for 
the  Computer  Technologies  Program. 

Joining  the  team  to  interview  narrators  in  Washington,  D.C,  was 
Jonathan  Young,  a  Ph.D.  candidate  in  American  history  at  the  University 
of  North  Carolina  who  had  conducted  oral  histories  on  the  history  of  the 
Americans  with  Disabilities  Act.   When  Mr.  Young  resigned  to  accept  a 
White  House  appointment,  Susan  Brown,  long  familiar  with  disability 
issues  and  other  civil  rights/social  movements,  became  the  project's 
Washington  connection.   Ann  Lage  coordinated  the  interviewing  team  for 
the  Regional  Oral  History  Office,  and  the  office's  regular  staff, 
coordinated  by  production  manager  Shannon  Page,  provided  transcription 
and  other  clerical  support. 

Bancroft  Library  project  personnel  included  Bonnie  Hardwick, 
curator;  Lauren  Lassleben,  supervising  archivist;  and  Jane  Bassett,  the 
project  archivist  whose  job  it  was  to  contact  the  disability 
organizations,  project  interviewees,  and  other  activists  and  survey 
their  records  to  identify  historical  material.   Once  records  and 
personal  papers  were  donated  to  the  Library—more  than  300  linear  feet 
before  the  project's  conclusion—it  was  Jane  and  her  student  assistant, 
Amber  Smock,  who  preserved,  organized,  and  made  the  papers  accessible  to 
scholars  with  detailed  finding  aids.   The  archival  and  oral  history 
projects,  though  separately  administered,  were  in  close  cooperation, 
with  the  interviewing  team  providing  contacts  with  the  disability 
community  and  leads  on  papers  to  collect  and  the  archivists  assisting 
interviewers  in  their  research  in  the  growing  collection  of  written 
records . 


Interviewees  and  Themes 

An  overarching  question  for  the  project  was  to  explore  and 
document  how  this  social  movement  developed  in  time,  place,  and  context: 
how  the  movement  in  Berkeley  was  built,  how  it  became  effective,  how 
individual  life  experiences  contributed  to  and  were  changed  by  the 
movement.   Lines  of  inquiry  included  identity  issues  and  personal  life 
experiences;  social/economic/political  backgrounds  of  individual 
activists;  the  roles  of  women  and  minorities  in  the  movement; 
development  of  leadership;  institution  building  and  management; 
development  of  a  disability  community  group  identity;  media,  mythology, 
public  image  and  the  political  process;  impact  of  technology;  the  range 
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of  efforts  to  influence  disability  law  and  policy  and  to  embed 
disability  rights  into  the  canon  of  civil  rights. 

Interviewees  (narrators)  were  selected  for  one  of  several  reasons: 
the  individual  was  a  founder  or  recognized  leader  of  one  of  the  key 
institutions,  made  a  unique  contribution  to  the  movement,  was  a 
particularly  keen  observer  and  articulate  reporter,  or  was  a  sustainer 
of  the  movement  who  provided  a  unique  perspective.   We  attempted  to 
choose  narrators  who  had  a  range  of  disabilities  and  to  interview 
nondisabled  persons  who  contributed  significantly  to  events  or 
institutions . 

Interviewees  fell  primarily  into  two  categories:  either  they  were 
involved  in  the  residence  program  of  Cowell  Hospital  on  the  Berkeley 
campus  in  the  sixties  or  they  participated  in  the  building  of  early 
organizations  in  the  1970s. 


Group  One--UC  Berkeley's  Cowell  Hospital  Residence  Program 

A  wing  on  the  third  floor  of  Cowell  Hospital  was  the  site  of  the 
first  housing  for  students  with  significant  disabilities  on  the  Berkeley 
campus.   This  cluster  became  a  breeding  ground  for  the  Berkeley  phase  of 
the  independent  living  movement.   About  a  dozen  students- -mostly  men, 
mostly  white,  mainly  in  their  twenties,  with  more  and  more  autonomy 
within  their  grasp--spent  several  years  in  this  benign  but  nonetheless 
isolated  hospital  residence,  in  the  middle  of  a  campus  exploding  with 
student  protest  movements.   Six  of  these  students  were  interviewed, 
including  Ed  Roberts,  who  narrated  several  hours  of  1960s  memories 
before  he  died  with  the  oral  history  still  in  process.   The  former 
students  all  refer  to  their  sense  of  community,  intense  camaraderie,  the 
thrill  of  independence,  an  atmosphere  of  an-idea-a-minute,  and  the 
politics  of  their  involvement. 

Also  included  in  this  first  group  were  certain  early  university 
and  State  Department  of  Rehabilitation  of f icials--the  hospital  director, 
the  nurse/coordinator,  counselors—who  might  be  called  traditional 
gatekeepers  but  nonetheless  allowed  the  unorthodox  residence  program  to 
happen  and  in  some  cases  encouraged  it. 

The  majority  of  the  narrators  in  the  first  group  stayed  involved 
in  disability-related  activities  for  many  more  years.   Their  recorded 
histories  include  these  later  activities,  overlapping  with  the  events 
documented  in  the  second  group  of  narrators. 
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Group  Two- -Builders  of  the  Movement 

The  second  group  of  interviewees  are  primarily  founders  and 
leaders  who  participated  in  the  expansive  phase  which  began  in  1970  with 
the  start  of  the  Physically  Disabled  Students'  Program  (PDSP)  at  the 
university,  followed  by  the  founding  of  the  Center  for  Independent 
Living  (CIL)  in  1972.   These  interviews  reveal  the  grassroots  politics, 
high  energy,  occasional  chaos,  unstinting  belief  in  "the  cause",  seat- 
of-the-pants  management,  funding  sources  and  crises,  successes  and 
failures  of  individuals  and  organizations.   In  the  next  few  years  a 
whole  constellation  of  organizations  evolved  to  sustain  the  independent 
living  movement,  including  DREDF,  CTP,  KIDS,  BORP,  WID,  Center  for 
Accessible  Technology  (CAT),  and  Through  the  Looking  Glass.   This  group 
of  interviewees  provide  insight  into  the  politics,  leadership,  and 
organization-building  of  both  their  own  organizations  and  CIL. 

Many  key  interviewees  in  this  group  are  still  in  leadership 
positions  and  have  had  national  and  international  impact  on  disability 
policy  development.   Also  included  in  this  second  group  are  persons  who 
were  not  in  the  top  ranks  of  leadership  but  who  were  keen  observers  of 
the  scene,  could  augment  the  basic  history,  and  offer  further  points  of 
view. 


Oral  History  Process 

All  of  the  project  interviewers  received  formal  and  informal 
training  in  archival  oral  history  procedures  and  met  monthly  as  a  group 
to  plan  and  evaluate  interviews  and  review  progress.   Interviewers 
prepared  a  preliminary  outline  before  each  interview  session,  based  on 
background  research  in  relevant  papers,  consultation  with  the 
interviewee's  colleagues,  and  mutual  planning  with  the  interviewee.   In- 
depth  tape-recorded  interview  session  were  from  one  to  two  hours  in 
length;  interviewees  required  from  one  to  fifteen  sessions  to  complete 
their  oral  histories,  depending  on  the  length  and  complexity  of  their 
involvement  in  the  movement. 

Tapes  were  transcribed  verbatim  and  lightly  edited  for  accuracy  of 
transcription  and  clarity.   During  their  review  of  the  transcripts, 
interviewees  were  asked  to  clarify  unclear  passages  and  give  additional 
information  when  needed.   The  final  stage  added  subject  headings,  a 
table  of  contents,  and  an  index.   Shorter  transcripts  were  bound  with 
related  interviews  into  volumes;  longer  transcripts  constitute 
individual  memoirs. 

More  than  forty  oral  histories  are  included  in  this  first  phase  of 
the  Disabled  Persons'  Independent  Movement  project.   Volumes  can  be  read 
in  the  Bancroft  Library  and  at  the  University  of  California,  Los 
Angeles,  Department  of  Special  Collections.   They  are  made  available  to 
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other  libraries  and  to  individuals  for  cost  of  printing  and  binding. 
Many  of  the  oral  histories  are  accompanied  by  a  videotaped  interview 
session  to  document  visual  elements  of  the  interview  and  the  setting  in 
which  the  interviewee  lives  or  works.   Video  and  audiotapes  are 
available  at  The  Bancroft  Library.   If  funding  for  a  second  phase  of  the 
project  is  secured,  many  of  the  oral  history  transcripts  as  well  as  a 
representative  collection  of  documents  and  photographs  will  be  available 
on  the  Internet  as  part  of  the  Online  Archive  of  California. 

The  Regional  Oral  History  Office  was  established  in  1954  to 
augment  through  tape-recorded  memoirs  the  Library's  materials  on  the 
history  of  California  and  the  West.   The  office  is  under  the  direction 
of  Willa  K.  Baum,  Division  Head,  and  the  administrative  direction  of 
Charles  B.  Faulhaber,  James  D.  Hart  Director  of  The  Bancroft  Library, 
University  of  California,  Berkeley.   The  catalogues  of  the  Regional  Oral 
History  Office  and  many  oral  histories  on  line  can  be  accessed  at 
http://library.berkeley.edu/BANC/ROHO/. 

Special  thanks  are  due  to  donors  to  this  effort  over  the  years: 
the  Prytanean  Society;  Raymond  Lifchez  and  Judith  Stronach;  and  June  A. 
Cheit,  whose  generous  donation  in  memory  of  her  sister,  Rev.  Barbara 
Andrews,  allowed  the  Regional  Oral  History  Office  to  develop  the  grant 
project.   The  Bancroft  Library's  three-year  Disabled  Persons' 
Independence  Movement  Project,  of  which  these  oral  histories  are  a  part, 
was  funded  by  a  field-initiated  research  grant  from  the  National 
Institute  on  Disability  and  Rehabilitation  Research  (NIDRR),  U.S. 
Department  of  Education. 


Ann  Lage,  Project  Coordinator 
Susan  O'Hara,  Historical  Consultant 

Regional  Oral  History  Office 
The  Bancroft  Library 
University  of  California,  Berkeley 
September  1999 
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INTERVIEW  HISTORY--Susan  Sygall 


Susan  Sygall  was  interviewed  for  the  Disability  Rights  and 
Independent  Living  Movement  Oral  History  Project  because  of  her 
involvement  in  the  early  days  of  the  movement  at  the  University  of 
California  at  Berkeley,  her  leading  role  in  developing  recreation  and 
travel  programs  for  people  with  disabilities,  and  her  international  work 
on  issues  relating  to  women  with  disabilities. 

Ms.  Sygall 's  early  interest  in  sports  and  athletics  led  her  to  the 
University  of  Colorado  with  a  major  in  recreation.   She  became  disabled 
in  an  automobile  accident  soon  after  she  enrolled.   In  her  interview, 
she  says  she  was  inspired  by  her  vocational  rehabilitation  counselor  and 
her  parents,  who  had  survived  the  Holocaust  and  had  always  encouraged 
her  to  live  each  day  of  her  life  to  the  fullest.   She  soon  discovered 
the  opportunity  to  complete  her  education  as  part  of  the  Disabled 
Students'  Program  at  UC  Berkeley  in  1973. 

At  Berkeley,  Ms.  Sygall  cofounded  the  Disabled  Women's  Coalition 
and  the  Berkeley  Outreach  Recreation  Program,  for  which  she  served  as 
executive  director  until  1978.   She  has  traveled  extensively,  before  and 
after  a  year  in  Australia  as  part  of  a  Rotary  scholarship  to  the 
University  of  Queensland.   Ms.  Sygall  is  currently  executive  director  of 
Mobility  International  USA,  an  international  travel  and  exchange  program 
for  people  with  disabilities  which  she  cofounded  in  1981. 

Ms.  Sygall  lives  in  Eugene,  Oregon.   The  interview  took  place  over 
two  days,  November  17  and  18,  1998,  in  Ms.  Sygall 's  room  at  her  hotel  in 
Oakland,  California.   She  was  in  the  Bay  Area  to  speak  to  a  class  at  the 
University  of  San  Francisco  McLaren  School  of  Management.   The  class  was 
part  of  the  international  course  "World  View  of  Disability,"  taught  by 
Mary  Lou  Breslin,  an  interviewer  for  this  project.   The  interview  was 
edited  by  the  interviewer  and  then  reviewed  by  Ms.  Sygall,  who  made  a 
few  corrections  and  editing  changes. 

In  the  interview,  Ms.  Sygall  often  refers  to  a  collection  of 
newsletters  from  the  Center  for  Independent  Living  from  the  1970s,  as 
well  as  to  some  news  clippings  her  mother  has  saved.   Tapes  of  the 
interviews  and  personal  papers  of  the  interviewee  are  available  in  The 
Bancroft  Library.   Ms.  Sygall  also  contributed  to  the  Disabled  Persons' 
Independence  Movement  collection  at  Bancroft  a  copy  of  "People  in 
Motion,  Part  2:  Without  Barriers  or  Borders,"  a  Public  Broadcast  Service 
film  in  which  she  is  featured.   In  2000,  Ms.  Sygall  was  named  one  of 
twenty- five  MacArthur  Fellows,  awarded  by  the  John  D.  and  Catherine  T. 
MacArthur  Foundation. 
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augment  through  tape-recorded  memoirs  the  Library's  materials  on  the 
history  of  California  and  the  West.   Copies  of  all  interviews  are 
available  for  research  use  in  The  Bancroft  Library  and  in  the  UCLA 
Department  of  Special  Collections.   The  office  is  under  the  direction  of 
Willa  K.  Baum,  Division  Head,  and  the  administrative  direction  of 
Charles  B.  Faulhaber,  James  D.  Hart  Director  of  The  Bancroft  Library, 
University  of  California,  Berkeley. 
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Mobility  International  USA 

Susan  Sygall 

Susan  Sygall  is  an  internationally  recognized  expert  in  the  area  of  international 
educational  exchange  and  leadership  programs  for  persons  with  disabilities.  She  is  also 
recognized  internationally  for  her  work  on  issues  related  to  women  with  disabilities.  She 
is  currently  co-founder  and  Executive  Director  of  Mobility  International  USA,  which 
develops  and  implements  cross-cultural  leadership  training  for  persons  with  disabilities 
from  throughout  the  world.  Additionally,  she  serves  as  the  Project  Director  of  the 
National  Clearinghouse  on  Disability  and  Exchange.  Ms.  Sygall  has  developed 
international  programs  with  the  US  Information  Agency  since  1983,  and  has  worked  with 
members  of  Congress  to  increase  the  number  of  participants  with  disabilities  in 
international  educational  programs. 

Ms.  Sygall  has  co-authored  numerous  publications  in  the  area  of  international  educational 
exchange  opportunities  for  persons  with  disabilities.  She  has  also  written  both  articles 
and  publications  related  to  issues  of  women  with  disabilities,  and  has  co-produced  several 
award  winning  videos.  She  has  served  on  several  national  and  international  boards 
including  the  Global  Fund  for  Women.  Ms.  Sygall  has  lectured  throughout  the  United 
States,  Latin  America,  Europe  and  Asia  on  a  variety  of  topics  related  to  international 
exchange  and  disability  rights.  She  has  also  served  as  a  consultant  for  organizations  such 
as  the  Kellogg  Foundation  and  Partners  of  the  Americas. 

Ms.  Sygall  has  been  the  recipient  of  several  awards  including:  The  Paul  Harris  Fellow, 
Graduate  Rotary  Scholarship,  The  Rotary  Scholar  Alumni  Achievement  Award,  the 
Humanitarian  Award  from  the  Jewish  Federation,  named  the  Disabled  Oregonian  of  the 
Year  in  1994,  Tom  and  Ruth  Rivers  Scholarship,  the  prestigious  Kellogg  National 
Fellowship  which  is  awarded  to  approximately  40  outstanding  leaders  each  year  in  the 
United  States,  the  AJ  Smaldone  Award  in  recognition  of  her  achievements  in  bringing  the 
message  of  disability  rights  to  the  Fourth  World  Forum  on  Women  in  Beijing  in  1995  and 
was  presented  the  1995  "President's  Award"  by  Bill  Clinton  for  her  dynamic  leadership 
in  international  exchange  programs  for  people  with  disabilities,  for  her  mentorship  of 
young  people  with  disabilities,  and  for  her  active  role  throughout  our  country  and  the 
world  in  empowering  people  with  disabilities. 

Ms.  Sygall  was  the  co-founder  of  three  organizations  including  the  Berkeley  Outreach 
Recreation  Program,  a  nationally  acclaimed  model  program,  Mobility  International  USA, 
and  The  Disabled  Women's  Coalition. 

Ms  Sygall  has  traveled  extensively  throughout  the  world  to  more  than  25  countries  and 
has  written  articles  for  a  variety  of  magazines.  She  is  also  a  columnist  for  the  national 
magazine  "Transitions  Abroad."  Ms.  Sygall,  who  uses  a  wheelchair,  has  had  a  personal 
and  professional  commitment  to  disability  rights  and  women's  issues  for  more  than  20 
years.  Ms.  Sygall  holds  a  BS  degree  from  the  University  of  California  at  Berkeley  and  an 
MS  degree  from  the  University  of  Oregon. 
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INTERVIEW  WITH  SUSAN  SYGALL 


I   EARLY  YEARS 

[Interview  1:  November  19,  1998]  II1 

Family,  Education 


Cowan:    This  is  Kathy  Cowan  interviewing  Susan  Sygall,  November  19th, 

1998.   Susan,  let's  start  with  your  family  background.   Tell  me 
something  about  your  early  years,  where  you  grew  up,  where  you 
were  born? 

Sygall:   Yes.   I  was  born  in  Queens  in  New  York  City  in  1953.   I  lived  in 
New  York  until  I  was  eighteen.   I  am  first-generation  American. 
My  mom  was  born  in  Vienna,  in  Austria,  and  my  father  was  born  in 
Poland,  sort  of  the  border  of  the  Ukraine.   Neither  of  my  parents 
finished  high  school,  so  I  was  the  first  one  to  finish  high 
school,  go  to  college,  graduate. 

I  guess  the  other  thing  that  is  probably  influential  was 
that  both  my  parents  are  Holocaust  survivors.   I'm  Jewish,  and  I 
think  that  also  had  a  lot  of  influence  while  I  was  growing  up. 

Cowan:    Do  you  have  brothers  and  sisters? 

Sygall:   I  do.   I  have  a  brother.   I  will  mention  that.   He  is  two  years 
older  than  me,  and  he  now  lives  in  Tucson,  Arizona.   But  because 
of  my  family's  background,  I  didn't  have  a  lot  of  grandparents.   I 
had  one  grandmother  that  lived  with  me  for  a  little  while  and  died 
of  cancer  when  I  was  quite  young.   Because  my  parents  were 
survivors  of  the  Holocaust,  I  don't  have  a  big  family  thing: 
cousins  and  grandparents  and  things  like  that. 

Cowan:    When  did  they  come  to  the  United  States? 


'##  This  symbol  indicates  that  a  tape  or  tape  segment  has  begun  or  ended, 
A  guide  to  the  tapes  follows  the  transcript. 


Sygall: 


Cowan: 
Sygall: 

Cowan: 
Sygall: 


They  came  to  the  United  States  right  after  World  War  II. 
Actually,  they  met  in  Picadilly  Circus  in  London  during  the  war. 
My  mother  was  a  very  famous,  world-famous  ice  skater.   She  was  the 
third  European  champion.   That  obviously  influenced  me  in  terms  of 
wanting  to  be  athletic,  so  I  came  from  an  athletic  family  from  my 
mom's  side.   She  was  forced  to  not  skate  anymore  for  Austria 
because  of  the  war  and  being  Jewish,  but  she  won  a  lot  of  medals 
in  her  day  and  afterwards  was  a  director  of  an  ice  skating  rink 
for  many  years. 

My  father  sailed  on  different  ships.   He  left  home  when  he 
was  thirteen  or  so  because  of  his  family  situation.   For  fifteen 
years  he  sailed  on  different  flags,  on  different  ships  and  has 
traveled  all  over  the  world  and  taught  himself  eight  languages, 
which  he  spoke  fluently.   The  combination  of  my  mom  being  a  world- 
famous  athlete  and  my  father  being  self-taught  in  and  loved 
languages,  loved  people,  and  his  love  in  life  was  talking  to  other 
people  and  speaking  other  languages,  gave  me  a  wonderful,  very 
happy  childhood. 

My  father  was  a  manager.   When  he  came  here,  it  was  the 
classic  immigrant  story.   He  started  sweeping  the  factory  floors 
and  became  the  manager  of  a  doll  company,  so  I  had  lots  of  dolls 
and  things.   I  was  a  very  happy  kid,  I  think  because  my  parents 
went  through  the  Holocaust  —  it  affects  people  very  differently. 
They  had  a  very  positive  attitude  and  enjoyed  life  every  minute. 
I  was  filled  with  a  lot  of  positive  reinforcement.   I  have  a  very 
positive  thing  with  my  parents  and  had  a  very  positive  thing 
growing  up. 

Your  mom  ran  ice  skating  rinks  here? 


She  was  a  director  of  an  ice 


In  the  U.S.,  yes,  in  New  York, 
skating  school  for  many  years. 

What  doll  factory? 


My  father  was  a  manager  of  a  thing  called  Uneeda  Doll.   They  did 
those  little  trolls  with  weird  hair,  and  they  did,  I  think, 
Tressie;  her  hair  grows.   One  of  the  funny  things  I  remember  with 
my  father  was  we'd  go  in  a  toy  store  somewhere  in  a  department 
store,  and  he  would  go  into  the  aisle  for  the  dolls.   The  way  to 
tell  where  a  doll  was  made,  what  company,  is  they  have  a  little 
insignia  on  top  of  the  doll's  rear  end.   There's  always,  like,  a 
little  circle,  so  I  remember  my  father  lifting  up  all  these  dolls' 
dresses.   He  was  just  trying  to  see  which  company  made  them. 
"Daddy!   Put  that  dress  down!" 


But  the  best  thing  was  that  I  grew  up  hearing  lots  of 
different  languages  and  real  love  for  people  and  a  real  love,  I 
think,  for  diversity,  and  the  constant  reminder  of  what  happens 
when  people  who  are  different  are  treated  differently  and  what 
happens  when  people  hate  people  that  are  different.   I  think  when 
I  became  disabled,  it  was  a  very  strong  memory  that  that's 
something  that  needs  to  be  fought  very,  very  hard. 


Early  Interest  in  Sports 


Cowan: 


Sygall: 


What  kind  of  a  child  were  you  in  terms  of  your  activity? 
real  physical,  real  active? 


Were  you 


Cowan: 
Sygall: 


Yes.   I  loved  sports.   I  was  a  very  fast  runner.   I  played 
basketball,  I  skied,  I  ice-skated.   I  could  not  cook,  was  not 
interested  in  cooking,  sewing,  all  that  stuff.   My  mother's 
attitude  was,  "Oh,  any  idiot  can  cook  and  sew.   Go  out  and  have  a 
good  time."   She  was  an  athlete,  so  I  spent  a  lot  of  my  time  going 
to  camps,  being  athletic.   I  had  lots  of  friends.   I  was  not 
highly  competitive.   It  was  more  for  the  love  of  movement  and 
recreation.   That's  what  I  really  liked. 

Also  when  I  was  growing  up,  I  did  go  to  Hebrew  school  after 
public  school,  so  I  read  and  write  Hebrew  and  I  used  to  be  able  to 
speak  Hebrew.   I  was  definitely  brought  up  culturally  Jewish. 
Unlike  so  many  people  who  have  had  mixed  feelings  about  it,  I  had 
a  really  positive  feeling  about  it.   I  went  to  Israel  when  I  was 
young,  with  my  parents,  and  again  when  I  was  a  teenager. 

Yes,  I  was  very  fortunate  to  have  that  kind  of  an  active  and 
good  and  loving  childhood  with  sports  and  horses  and  all  that  kind 
of  stuff. 

Did  your  mom  want  you  to  be  a  skater? 

No,  I  didn't  have  any  of  that.   I  used  to  go  skating  with  my  mom. 
My  parents  never  did  the  "you  should  be  anything."   They  never  did 
"you  should  have  kids  and  be  married."   They  really  just  said,  "Do 
what  you  want  to  do.   Enjoy  life.   Have  a  good  time."  When  I  came 
back,  if  I  had  a  bad  grade  on  a  test,  they  would  think,  "Oh,  the 
teacher  must  be  stupid."   They  were  just  very  positive.   They  did 
not  lay  any  kind  of  trip  on  me  of  who  I  should  be  except  being 
very  positive. 

I  think  because  of  that,  I  was  a  good  student,  but  when  I 
didn't  do  good,  it  was  never,  "You  should  do  better."   It  was  "Oh, 


Cowan: 
Sygall: 
Cowan: 
Sygall: 
Cowan : 

Sygall: 


you  did  the  best  you  can."   I  never  went  to  my  parents  for  any 
help  in  school  because  my  parents'  first  language  was  not  English, 
and  they  didn't  finish  high  school.   I  hear  now  all  these  other 
kids  went  to  their  parents  and  had  their  parents  help  with 
homework.   I  would  never  even  think  of  doing  that. 

You  went  to  grammar  school  in  Queens . 

Yes. 

And  high  school  as  well? 

Yes. 


Did  you  have  plans  for  yourself? 
grow  up--"? 


Early  on,  did  you  think  "When  I 


Yes.   1  liked  dance,  when  I  was  very  young.   1  think  I  started 
dancing  school  at  five  or  six,  so  I  think  at  some  point  I  was 
going  to  be  a  dancer.   I  loved  dance.   But  then,  when  I  was  older, 
I  started  to  think  about  going  to  school.   Before  I  was  disabled, 
I  had  three  things  I  thought  I  was  going  to  do:  I  wanted  to 
travel,  probably  because  of  my  father,  so  I  wanted  to  work  on  a 
cruise  ship,  doing  some  kind  of  organizing  recreation,  because  I 
thought  I  could  travel  around  the  world  for  free. 

And  I  had  some  fascination  with  working  in  prisons,  doing 
some  kind  of  recreation  programs  for  people  in  prisons.   And  my 
strongest  goal,  which,  again,  was  before  I  was  disabled,  was-- 
because  I  loved  sports  and  recreation  so  much—even  though  I 
didn't  know  any  disabled  people--!  thought  wouldn't  it  be 
interesting  to  work  with  disabled  people  so  that  disabled  people 
could  have  the  fun  of  doing  recreation  and  sports.   I  actually  was 
studying  therapeutic  recreation  before  I  became  disabled,  so  it 
was  a  very  ironic  twist  of  fate. 

I  was  at  the  University  of  Colorado,  which  is  where  I  first 
started  to  go  to  school.   1  was  in  a  therapeutic  recreation  class 
about  a  week  before  my  car  accident,  and  they  were  talking  about 
wheelchair  basketball,  which  was  a  very  new  thing  at  that  time. 
They  said,  "What  would  you  do  if  you  were  a  recreation  therapist 
and  you  had  someone  from  Vietnam  who  had  just  lost  both  their 
legs?  Could  you  tell  them  to  do  adaptive  sports  or  wheelchair 
basketball?"  or  something  like  that.   I  remember  raising  my  hand 
and  said,  "I  don't  think  I  would  play  basketball  in  a  wheelchair. 
I  don't  see  how  I  could  tell  someone  to  do  something  that  I 
wouldn't  do  myself."  And  [chuckling]  a  week  later,  I  had  my  car 
accident!   So  that  was  sort  of  amusing. 


Cowan: 
Sygall; 
Cowan : 
Sygall; 


Cowan: 
Sygall: 


Even  in  high  school  you  were  thinking  of  recreational  programs? 

Yes. 

Do  you  have  any  idea  where  that  came  from? 

I  think,  again,  because  I  was  athletic,  my  mom  was  athletic.   I 
think  I  loved  sports.   I  did  a  lot  of  volunteering,  too.   I 
remember  I  volunteered  in  a  hospital,  a  psychiatric  hospital  for 
kids  with  psychiatric  disabilities,  and  I  organized  sports  for 
them.   I  started  a  gymnastics  club  in  my  school.   I  think  that's 


That's  what  I  liked; 


just  what  I  loved.   I  loved  physical  things, 
that's  what  1  was  good  at. 

And  you  wanted  to  share  it. 


Yes.   And  I  never  wanted  to  be  a  competitive  athlete.   That  was 
never  my  goal.   I  was  very  pissed  off  that  I  could  not  play  Little 
League.   I  loved  baseball,  and  it  pissed  me  off  that  my  brother, 
who  was  a  total  non-athletic  anything--didn' t  even  like  it--was  on 
Little  League.   I  would  have  loved  it.   And  now  when  I  see  all 
these  girls  playing  Little  League,  it's  like,  yeah!   I'm  glad  they 
can  do  it,  but  it's,  like,  what  a  waste,  you  know,  that  they 
didn't  let  girls  in? 

I  guess  there  was  one  other  thing  I  thought  of  being. 
Because  I  liked  Judaism  and  Hebrew  school  and  all  that,  I  thought 
of  being  a  rabbi  until  somebody  told  me,  "Well,  you  could  be  what 
they  call  a  rebbetzin,  a  rabbi's  wife."   They  said,  "You  could  be 
a  rebbetzin."   I  said,  "What's  that?"   They  said,  "A  rabbi's 
wife."   "I  don't  want  to  be  no  rabbi's  wife!   I  want  to  be  the 
rabbi!"   They  said,  at  that  point  in  Conservative  Judaism,  girls 
aren't  rabbis,  and  I  dropped  out  after  that.   I  said,  "Forget 
this."   Again,  now  you  could  do  it.   So  I'm  glad  things  have 
changed. 


University  of  Colorado,  1971 


Cowan : 

Sygall: 
Cowan : 


So  you  went  from  high  school- -you  hadn't  had  your  accident  yet. 
You  went  from  high  school  to  the  University  of  Colorado. 

Right. 

What  made  you  decide  to  go  there? 


Sygall:   Probably  I  applied  to  the  University  of  Colorado  and  the 

University  of  New  Mexico  and  Madison,  and  I  got  into  all  three.   I 
think  I  was  looking  for  programs  that  had  recreation  because  at 
that  time  I  was  thinking  of  going  into  what  was  known  as 
therapeutic  recreation,  recreation  for  disabled  people.   I  was 
just  looking  for  a  beautiful  place  to  go.   Somewhere  that  was 
beautiful  and  different,  outside  of  New  York.   I  mean,  I  wanted  to 
study  and  I  also  wanted  to  be  in  a  beautiful,  interesting, 
exciting  place.   I  picked  Colorado. 

Cowan:    How  old  were  you? 

Sygall:   I  was  just  eighteen,  and  I  went  to  Colorado.   Actually,  I  started 
in  summer  session.   I  started  the  summer  session,  and  I  liked  it 
and  went  back  and  got  my  skis  and  my  stereo  and  went  back  and  was 
there  about  one  week  in  the  fall  and  then  had  my  accident. 


Car  Accident  and  Spinal  Cord  Injury  at  Age  Eighteen 


Cowan : 
Sygall: 


Cowan: 


Sygall: 


How  did  that  happen? 

I  was  co-captain  of  the  volleyball  intramural  sports  team,  and  I 
was  with  the  other  co-captain.   He  was  coming  down  one  of  the 
roads  on  the  mountain,  and  he  went  too  fast.   He  probably  was 
drinking.   And  we  went  about  sixty  miles  an  hour  into  the  Rocky 
Mountains,  and  I  became  a  paraplegic. 


Do  you  recall  what  you  felt  like? 
severely  injured? 


Did  you  realize  you  were 


Yes.   I  was  completely  conscious  when  it  happened.   At  that 
second,  I  felt  all  the  tingly  things  down  my  legs  and  I  knew  at 
that  second  that  my  life--I  knew  I  was  injured,  not  just  a  little 
bit.   I  knew  my  life  had  changed.   It's  amazing  how  instantly--! 
never  thought,  "Oh,  this  was  some  little  thing."   I  knew  this  was 
it.   I  went  into  the  operating  room  and  the  man  who  was  on  call, 
who  was  a  new  surgeon  on  call  in  Colorado,  was  a  Dr.  Gene  Bolles. 

I  remember  asking  him  if  I  was  going  to  die.   He  said,  "All 
operations  have  a  level  of  danger."  He  was  very  honest.   "But  if 
all  goes  well,  you  shouldn't."   I  said,  "I  can't  move  anything. 
Do  you  think  I'll  ever  walk  again?"  He  says,  "I  don't  know." 
Which  I  think  was  good.   He  was  very  honest  from  the  very 
beginning.   I'm  [chuckling]  telling  him,  "Good  luck"  [chuckling] 
as  I  went  in  there  and  saw  the  big  light  and  they're  putting  on 


their  gloves.   I  remember  saying,  "Good  luck."   So  I  had  a  little 
sense  of  humor  left. 

Just  to  put  that  into  context,  at  the  time  he  was  probably 
thirty-five.   He  was  in  jeans--a  young,  new  surgeon.   And  now  it's 
twenty- seven  years  later.   I  have  stayed  friends  with  him  through 
many  different  things.   I  recently  went  to  his  sixtieth  surprise 
birthday  party.   Less  than  two  months  ago,  I  went  with  him  fishing 
in  Alaska  on  a  helicopter.   We  went  salmon  fishing.   So  we  have 
just  remained  incredibly  close,  and  have  an  incredible  bond 
between  us.   We  have  had  many,  many  discussions. 

I  guess  the  reason  I'm  saying  this—for  whoever  is  reading 
this,  many  years  later—is  I  do  think  that  one  of  the  things  that 
really  gets  missed  when  there  is  medical  intervention  and  you 
become  disabled  that  way,  is  the  importance  of  the  relationship 
between  you  and  a  doctor.   I  don't  think  so  many  doctors  realize 
that  that  relationship  can  have  a  big  effect  on  people  later. 

Cowan:    Who  kept  the  relationship  going,  you  or  him? 

Sygall:   We  talk  about  that  now.   I  think  it  was  a  mutual  thing.   I  was 

only  six  weeks  in  Boulder.   I  was  flown  on  a  stretcher  back  to  New 
York.   I  was  in  rehab  for  about  a  year  in  New  York.   In  Boulder, 
he  came  in  at  night,  at  two  in  the  morning,  when  he  was  done  with 
all  his  rounds,  and  just  had  some  heart-to-heart  "Susan,  how  are 
you  doin1?"   I  could  just  see  that  I  was  not  just  another  person 
on  his  list. 

And  I  think  because  his  concern  touched  me,  when  I  got  into 
the  rehab  center,  I  wrote  him.   I  started  writing  him  letters,  and 
then  I  remember  coming  back  from  God  knows  what  kind  of  therapy 
all  day,  and  there  was  a  letter  from  him,  on  my  bed.   And  I  think 
that  started  this  thing,  and  it  went  on  for  years  and  years.   It 
meant  a  lot  to  me,  and  years  later,  I  was  talking  to  him,  and  it 
also  meant  a  lot  to  him  because  so  many  times  surgeons  chop  you  up 
and  you  never  see  them  again  and  they  don't  know,  and  I  think  they 
tend  to  cut  off  [pun  unintended!].   I  think  he's  a  very  incredible 
guy.   We've  maintained  this  great,  great  relationship.   So  it's  a 
great  story.   He's  a  great  guy. 

Again,  having  done  work  with  disabled  people  for  so  many 
years  now,  it's  not  at  all  a  typical  story.   I  know  it's  an 
exception.   I  mean,  everyone  has  horror  stories.   The  person  who 
got  me  in  the  car  accident,  wherever  you  are,  who  I  never  heard 
from  again,  was  a  total  jerk,  and  I  don't  even  want  to  talk  about 
him  because  there's  nothing  nice.   It  was  not  like  everything  that 
happened  was  good,  but  I've  had  some  very  good  people  in  my  life 
who  I  think  have  really  made  a  difference. 


Rehab  at  New  York  Medical  Center 


Cowan:    Well,  you  didn't  do  rehab  in  Boulder.   You  were  flown  back  to  New 
York.   Was  that  because  of  your  family? 

Sygall:   Yes,  my  family,  my  friends.   Actually,  I  asked  them  [chuckling]  if 
I  could  go  to  Switzerland.   "If  1  have  to  go  to  rehab,  can  I--" 
It's  sort  of  the  same  thing.   It's,  like,  if  I  could  do  something 
that's  exciting  or  different,  but  they  didn't  think  that  was  a 
really  good  idea.   I  wasn't  going  to  stay  in  Boulder  because  I 
just--you  know,  my  friends,  my  family—mainly  my  family  was  in  New 
York.   So  I  moved  back  on  a  stretcher  and  spent  the  next  eleven 
months  in  New  York  Medical  Center  at  Rusk  Institute. 

Cowan:    Eleven  months? 

Sygall:   Yes.   I  was  in  a  circle  bed  for  six  months,  which  I  know  now  is 
very  different.   You're  in  and  out. 

Cowan:   Do  you  want  to  describe  a  circle  bed? 

Sygall:   A  circle  bed  is  because  my  back  was  wired,  rather  than  fused,  if 

you  can  imagine  an  ice  cream  sandwich.   I  was  like  the  vanilla  ice 
cream  in  the  ice  cream  sandwich.   There  was  a  mattress  underneath 
me,  and  I  would  look  up  to  the  ceiling,  and  every  two  hours  they'd 
put  what  you'd  call  the  other  layer  of  chocolate  on  top  of  me,  and 
it  would  sort  of  screw  on  both  sides,  so  I  was  securely  in,  and 
then  this  machine  just  electrically  went  BZZZZ  and  just  rotated,  I 
guess,  at  a  hundred  and  eighty  degrees,  so  now  I  was  facing  flat 
down.   This  went  on  every  two  hours,  twenty-four  hours  a  day,  for 
six  months.   I  couldn't  sit  up  or  anything.   The  idea  is  so  you 
don't  get  pressure  sores,  because  my  back  was  very  slowly  mending 
and  because  I  was  getting  some  return- -because  I  am  an  incomplete 
paraplegic  —  they  just  did  it.   I  know  they  do  things  very 
differently  now.   But  I  don't  have  any  back  pain  at  all.   I  don't 
know  if  that's  because  of  having  more  time  to  heal  or  not,  but 
that's  just  what  happened. 

Cowan:    What  do  you  do  in  bed  for  six  months? 

Sygall:   I  had  a  boyfriend  who  is  not  the  guy  that  I  was  with.   I  want  to 
put  that  on  record.   He  was  from  upstate  New  York,  and  he  was 
there  maybe  every  day.   My  parents  were  there  every  day.   I  had 
very  good  friends.   I  remember—and  I  think  that  really  influenced 
me  later,  when  I  wanted  to  organize  recreation  programs— there 
wasn't  really  a  lot  going  on  in  the  hospital.   I  would  have  loved 
someone  to  come  in  and  teach  me  Japanese  or  something.   It  was  a 
lot  of  hanging  out.   I  had  three  other  people  in  my  room,  and  I 


Cowan : 


Sygall: 


Cowan: 


Sygall: 


eventually  could  get  out  and  talk  to  people  down  the  hall.   And  I 
listened  to  radio.   Actually,  the  people  who  came  in  your  room, 
whether  you  wanted  to  or  not,  put  on  the  soap  operas  [chuckling]. 
So  I  had  to  listen  to  that.   After  five  months  of  trying  to  ignore 
it,  I  probably  in  one  ear  started  listening  to  it,  to  what  was 
"Erika"  going  to  do  about  the  baby  or  whatever. 


What  was  the  attitude  of  the  staff? 
helpful? 


Were  they  friendly  and 


The  staff  at  the  rehab  center?  No,  I  thought  they  were  pretty 
awful.   Not  all  of  them,  but  I  had  many  nurses  who—this  now  gets 
into  I'm  sure  the  classic  stories.   I  said,  "You  have  to  move  me  a 
certain  way,"  and  they  said,  "Don't  tell  us  what  to  do."   Or  if  I 
was  complaining,  they  said,  "Stop  acting  like  a  baby."  You  could 
put  your  call  light  on,  and  you  could  sit  in  your  piss  and  your 
shit  forever  until  somebody  comes.   You  know,  there  were  a  lot  of 
things  that  I  think  were  really  bad. 

One  of  the  most  impressionable  moments  in  my  rehab  center 
was  for  maybe  five  seconds  once  I  saw  a  guy  in  a  wheelchair,  who 
was  a  quad,  in  a  suit,  and  1  asked  who  he  was,  and  they  said  he 
was  a  psychologist.   Even  though  I  didn't  see  him,  that  vision- - 
that  was  like  one  positive  image  of  someone  in  a  wheelchair. 

Another  moment  was  meeting  with  the  voc  rehab  person.   I 
went  to  see  her,  and  it  was  Marilyn  Saviola,  who  is  still  around 
and  very  active.   I  went  in  and  said  I  wanted  to  go  back  to 
school.   I  didn't  want  to  go  back  to  Colorado  again  because  I 
thought  it's  not  going  to  be  the  same.   I  was  rock  climbing  and 
doing  all  these  things.   I  wanted  to  go  somewhere  new  and 
different. 

She  is  in  a  wheelchair,  with  a  ventilator,  and  that  kind  of 
blew  me  away  to  see  my  voc  rehab  counselor  with  a  ventilator,  and 
she's  talking  about  her  husband  and  her  kids  and  all  this,  and  I 
was  just  kind  of  like,  Whoa!   I  think  that  meant  more  to  me  than 
all  the  stuff  they  did  at  rehab  that  I  don't  remember,  but  most  of 
it  was  pretty  negative. 

So  those  two  images  were  probably  my  most  positive. 

What  was  your  own  attitude?   Were  you  feisty  and  demanding  or 
resistant  or  did  you  have  your  own  response  to  their  negative- 
Yes.   I  think  I  was  feisty  with  the  people  because  I  was  not  used 
to  being  treated  so  negatively.   But  I  think  also  because  you're 
so  incredibly  dependent.   I  was  dependent  upon  people  for 
everything.   After  a  while,  that  does  wear  you  down.   And  then 
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later  on,  when  forming  the  Disabled  Women's  Coalition,  I  think 
those  groups  helped  undo  a  lot  of  that  thinking  there  was 
something  wrong  with  you  kind  of  thing,  that  I  think  makes  so  much 
of  rehab--that  makes  people  think  they're  treating  you  like  a  kid. 

Cowan:   Were  you  thinking  that,  that  there's  something  wrong  with  me? 

Sygall:   I  wasn't  thinking  that.   At  the  rehab  center  I  was  annoyed  that 
people  could  treat  me  so  bad  and  there  was  nothing  I  could  do 
about  it.   The  control  over  my  situation  was  so  limited.   I  think 
after  I  got  out  of  the  rehab,  I  suddenly  fell  into  a  whole  other 
world.   As  I  say,  I  don't  really  remember  too  much.   I  think 
you're  not  in  shock;  you're  in  an  eggshell  in  rehab.   Everybody 
else  is  in  chairs,  everybody  else  has  had  accidents,  and  I  didn't 
even  get  out  of  the  rehab  center  till  something  like  seven  months 
was  the  first  time  I  went  out  in  my  wheelchair  down  Manhattan. 

I  do  remember  there  was  a  woman  who  was  my  roommate  named 
Tracy  Young,  who  had  Guillain-Barre.   She  was  also  kind  of  wild. 
We  did  do  a  few  kind  of  feisty  things.   Like,  we  were  bored  and  it 
was  hot,  it  was  getting  toward  the  summer,  so  [chuckling]  we 
decided  we  would  open  up  a  lemonade  stand  on  Second  [Avenue]  and 
34th  Street  in  Manhattan,  like  the  state  convicts  of  the  rehab 
center.   We  actually  did  it.   We  had  lemonade.   We  set  it  up  on 
Second  and  34th,  which  is  kind  of  a  big  place  in  Manhattan. 
People  would  walk  by  and  see  these  two  young  eighteen-year-old 
girls  in  wheelchairs  selling  lemonade,  and  we  got  so  pissed  off 
because  people  kept  throwing  money  in  the  thing  and  no  one  took 
the  lemonade  [chuckling].   It  was  crazy  stuff  like  that. 

Cowan:    What  do  you  mean  by  incomplete  paraplegic? 

Sygall:   At  the  time  I  didn't  know  it,  but  with  your  spinal  cord  they  don't 
really  know  until  after  a  few  months  if  you  have  a  complete 
injury,  if  your  spinal  cord  is  completely  severed  or  partially 
severed.   I'm  an  incomplete  paraplegic,  which  means  I  have  partial 
use  of  my  legs.   I  use  my  wheelchair  99  percent  of  the  time,  but  I 
can  get  up  and  go  a  few  steps.   I  did  spend  time  working  on  the 
parallel  bars  and  that.   But  I  never,  since  I  left  the  hospital, 
have  ever  done  anything  without  my  chair.   I'm  in  my  chair  most  of 
the  time;  that's  how  I  do  everything.   That's  my  freedom,  that's 
my  Mercedes,  that's  my  everything.   So  once  in  a  while,  if  I  get 
up  to  do  something  with  my  two  canes,  everyone  is,  like,  "Oh, 
that's  so  great.   Walking."   I'm  walking  like  four  inches  in  five 
minutes,  and  I  can't  hold  anything,  and  what's  so  great?   I  was 
amazed  at  how  there  is  such  a  stigma  about  being  in  a  chair,  as 
opposed  to,  like,  taking  three  steps  that  makes  you  totally 
nonfunctional,  but  people  just  go  bananas  if  you  can  do  that. 
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Cowan:    True.   Speaking  of  your  parents,  how  did  they  take  the  accident? 

Sygall:   Again,  I  think  my  parents  —  going  back  to  how  they  were,  it  was 

like  you  can't  undo  what  happened,  and  so  the  only  thing  that  they 
could  do  was  support  me  and  be  positive,  so  I  think  a  lot  of  the 
pain  and  the  sadness  that  they  felt  I  probably  never  really  saw 
because  they  kept  a  positive  attitude.   They  were  just  very 
supportive  and  tried  to  do  everything. 

I  don't  think  I  ever  went  back  home.   When  I  got  discharged 
from  the  hospital,  I  went  to  some  summer  program  at  NYU, 
volunteering.   I  lived  in  the  dorms.   I  never  went  back  home.   I 
did  some  volunteer  disabled  social  service  program,  and  then  I 
went  straight  to  New  York  University  and  lived  in  the  Village 
[Greenwich  Village].   Which  I  think  was  good.   I  never  went  back. 
I  was  in  college,  so  I  kept  moving  forward. 

I  think  my  parents—you  get  through  the  worst  of  things,  and 
they  had  gone  through  the  worst  of  things.   I  think  somewhere 
inside  of  me  was,  like,  I  was  just  going  to  make  the  best  of  what 
had  happened. 


Life  in  New  York  After  Rehab 


Cowan: 

Sygall: 
Cowan : 
Sygall: 
Cowan : 

Sygall: 


How  did  you  see  that  your  plans  changed,  once  you  got  off  the 
circle  bed  and  into  physical  therapy? 

Yes. 

Learned  how  to  use  a  chair? 


Yes,  all  that  stuff. 

All  of  that  stuff.   You  never  needed  an  attendant,  though, 
were  able  to  take  care  of  yourself. 


You 


Right.   The  first  weekend,  I  remember  I  was  able  to  go  home,  go  to 
my  parents'  house--!  remember  needing  help  getting  dressed.   I 
mean,  there  was  a  lot  I  needed  because  I  hadn't  moved  in  six 
months.   That  was  very  hard,  I  think,  psychologically,  having  my 
mom  doing  stuff.  And  then  1  had  my  boyfriend  help  me.   He  got 
permission,  suddenly,  to  sleep  with  me  in  the  living  room 
[chuckling].   Things  suddenly  changed.   That  was  kind  of  a  good 
part  of  it. 
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But,  you  know,  my  biggest  hurdle  was  my  whole  self- 
perception  as  an  athlete.   That's  who  I  was.   I  was  not  good  at 
music,  cooking,  art.   I  mean,  there  was  nothing—my  whole  self- 
image  was  that  I  was  great  at  dance  and  sports  and  everything 
physical,  and  so  my  big  thing  is  who  am  I  now?   Everything  that  I 
was  good  at  was  taken  away  from  me.   I'm  eighteen.   I  had  just 
gotten  the  braces  off  my  teeth,  which  I  had  to  wear.   And  now  I 
was  getting  fitted  [chuckling]  for  braces  on  my  legs.   I  had, 
like,  two  months,  and  so  who  am  I  now?   I  think  that's  what  I  was 
going  through. 

Cowan:   How  did  you  work  your  way  through  that? 

Sygall:   Well,  again,  as  shallow  as  this  is  going  to  sound,  when  I  went  to 
NYU  I  was  living  in  a  dorm  on  the  second  floor  of  Weinstein  Hall, 
and  being  a  nineteen-year-old,  I  got  crushed  out  [chuckling]  on  a 
guy  down  the  hall  who  was  a  film  major.   As  shallow  as  this  all 
seems  now,  1  think  that  what  happened  to  me  was  that  instead  of 
letting  my  mind  fester  about  "Oh,  my  God"  and  "dah-dah-dah,  this 
happened  to  me,  my  life  is  ruined,"  I  was  in  Greenwich  Village, 
which  was  kind  of  exciting;  I  was  at  New  York  University,  which 
was  kind  of  neat.   I  still--when  people  were  playing  volleyball 
outside,  it  was  hard.   People  jumped  on  the  subway  and  went  off. 
I  was  left  in  the  dust.   There  were  a  lot  of  things  that  I  was 
feeling  that  were  very  painful. 

But  I  think  I  was  like  most  nineteen-year-olds,  crushed  out 
on  somebody,  and  I  got  totally  infatuated  with  this  jerky  guy, 
which  was  great  because  it  just  gave  me  something  else  to  obsess 
on.   So  I  had  a  very  shallow  obsession.   I  think  that  derailed  me 
from  being  very  morose  in  other  things. 

And  I  constantly  dreamed  of  running.   Every  night  I  would 
run.   I  would  run,  run,  run.   Obviously,  my  subconscious  was 
working  through  all  of  that. 

Cowan:    Did  that  go  on  for  a  long  time? 
Sygall:   I  think  for  about  a  year. 


Sygall:   And  I  didn't  wake  up  feeling  bad.   It  was  sort  of  like  I  got  that 
part  out  of  me.   When  you're  dreaming,  it  feels  like  running.   You 
are  running  at  that  moment.   I  felt  like  I  was  able  to  do  it.   I 
just  woke  up,  and  it  was,  like,  "Oh,  I  just  ran."   I  was  very 
clear,  very  clear  that  that  was  not  going  to  happen  again.   It 
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wasn't  even  so  much  that  I  wanted  to.   I  think  it  was  my 
subconscious  trying  to  deal  with  the  transition.   I  know  it  wasn't 
disturbing.   It  was  amazing  to  me  that  there  wasn't  anything  less 
real  about  the  dream  than  it  would  have  been  if  it  was  real.   1 
had  done  it,  and  I  got  into  my  chair  and  went  on.  After  that,  I 
always  dream  that  I'm  with  my  canes  and  my  chair.   I'm  disabled. 
I've  never  dreamed  that  I  was  not  disabled. 

Cowan:    After  that? 
Sygall:   Yes. 

Cowan:    The  chronology  then.   You  went  from  rehab  to  the  university? 
[cross-talk] 

Sygall:   Just  for  two  months,  July  and  August,  and  then  I  went  right 
straight  into  NYU.   I  was  just  there  for  a  year. 

Cowan:    You  majored  in? 

Sygall:   I  was  trying  to  do  recreation,  but  I  think  I  took  mostly 

philosophy  courses.   It  was  too  early  to  declare  a  major.  I  was 

taking  a  lot  of  philosophy,  one  or  two  recreation  courses,  just 
the  whole  hodge-podge  of  different  things.   That  was  only  because 

I  should  stick  with  my  family  and  be  near  the  rehab  center  for  a 

year.   It  was  never  my  intent  to  go  to  NYU.   I  didn't  want  to  go 
to  NYU.   I  didn't  want  to  be  back  in  New  York. 

And  then  I  had  to  decide,  Okay,  now  where? 


II   BERKELEY  YEARS 


University  of  California,  Berkeley,  1973 


Cowan:    What  year  was  that?   Do  you  remember? 

Sygall:   Well,  I  had  my  accident  in  '71  and  stayed  in  the  hospital  almost  a 
year,  to  '72,  so  it  was  probably  in  '73  I  had  started  applying  to 
where  I  was  going  to  go  after.   Sounds  about  right,  '73.   And  then 
I  was  thinking,  "Now  where  do  I  go?"   I  didn't  want  to  go  back  to 
Colorado,  and  I  was  thinking--!  don't  know  exactly--!  think  I  had 
heard  about  Berkeley  because  somewhere  someone  had  said  that 
Berkeley  was  a  place  that  was  good  for  people  with  disabilities. 

I  remember  writing  to  them,  and  I  remember  I  was  trying  to 
think  about  how  I  was  going  to  get  around.   I  might  have  then 
contacted  the  University  of  California,  who  probably  put  me  in 
touch  with  the  Disabled  Students  Program  and  Zona  Roberts.   I 
remember  I  also  applied  to  the  University  of  Illinois  because  they 
had  a  big  recreation  program.   I  was  so  angry  because  the 
University  of  Illinois  said  you  had  to  apply  to  the  rehab  program 
to  get  in.   I'm  sure  there's  a  lot  of  people  who  have  gone  through 
that  program.   That  was,  like,  why  do  I  have  to  apply  to  a  rehab 
program  to  go  to  the  university?  That  seemed  so  strange.   I 
should  just  apply  to  the  university  and  not  apply  to  a  rehab 
center  to  get  to  the  university.   I  just  ripped  up  the  application 
right  then  and  there. 

So  that  ended  that.   And  the  University  of  California 
actually  did  not  even  have  recreation  as  a  major.   It  still 
doesn't.   I  corresponded  with  the  Disabled  Students  Program,  and 
they  said  I  could  get  a  golf  cart.   I  could  use  my  wheelchair,  but 
since  it  was  hilly  and  I  couldn't  push  all  those  hills,  I  could 
use  a  golf  cart. 

And  then  I  had  these  very  strange  conversations,  I  remember, 
with  Zona  Roberts  and  people  at  the  DSP  because  there  was  concern 


15 


about,  I  guess,  the  funding  because  of  my  different  situation,  and 
they  kept  saying  things  like,  "We  can't  pay  for  out-of -state 
tuition,"  which  was  very  expensive.   But  they  also,  at  the  same 
time,  were  trying  to  tell  you  in  code  that  when  you  get  to 
Berkeley,  you're  going  to  almost  immediately  become  a  resident, 
and  once  you  become  a  resident,  then  voc  rehab  will  pay  for  you  to 
go  to  school. 

They  couldn't  say,  "Come  and  then  you'll  get  a  residency," 
but  they  were  giving  me  every  hint  to  say,  "Just  come  here,  become 
a  resident,  and  then  voc  rehab  will  pick  up  your  tuition,  help  you 
get  a  golf  cart."  But  they  couldn't  tell  me  that  as  an  out-of - 
state  person.   Finally  I  think  I  figured  out  that's  what  they  were 
really  getting  at,  is  just  you  have  to  come  there. 

Cowan:    Are  you  saying  voc  rehab? 

Sygall:  Vocational  rehabilitation,  voc  rehab,  yes.  So  I  went  out  there. 
I  just  went  out  there.  I  went  out  for  the  summer  session,  and  I 
liked  it,  and  then  I  stayed. 

Cowan:    This  was  '73? 

Sygall:   Probably  '73  because  I  think  I  stayed  till  about  '75  or  so.   I  did 
two  years,  I  think.   Again,  it  was  with  Zona  Roberts  and  Ed 
Roberts  and  the  whole  Disabled  Students  Program.   They  helped  me 
get  a  golf  cart,  and  there  I  was  in  Berkeley.   Since  I  didn't  have 
my  major,  I  found  out  about  this  major  called  Conservation  of 
Natural  Resources,  which  was  a  design-your-own  major,  and  that's 
the  one  I  did,  which  turned  out  to  be  great. 


Garden  Project  for  Disabled  Kids 


Cowan:   You  stayed  there  the  whole  two  years  and  graduated  in  that? 

Sygall:   Yes.   I  graduated  in  Conservation  of  Natural  Resources.   I  took  a 
landscape  architecture  class,  and  I  was  able  to  do  a  project  to 
design  a  wheelchair-accessible  vegetable  garden  for  disabled  kids 
at  this  school.   I  took  another  class,  and  I  was  just  reading 
about  it.   I  guess  it  was  something  like  "getting  to  know  the 
handicapped."   It  was  so  awful  that  me  and  another  woman,  Lee  Ann 
Kurtz,  started  our  own  class  on  disability.   This  class  was  the 
beginning  of  what  would  become  the  Disabled  Women's  Coalition. 
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I  also  took  a  criminology  class,  and  I  wrote  about 
discrimination  against  disabled  people.   I  was  able  to  take  any 
class  and  somehow  turn  it  into  what  I  was  interested  in. 

Cowan:    So  you  were  involved  in  a  community  project  right  away,  through 
your  major,  and  it  sounds  like  you  always  were.  What  was  the 
influence  in  your  life  that  made  you  so  immediately  involved  in 
community  projects? 

Sygall:   I  don't  know.   I  think  I  love  creating  things  that  don't  exist.   I 
love  thinking  of  new  ideas.   My  friends  would  say,  "Oh,  she's  a 
Gemini.   That's  what  Geminis  do."  I  was  the  only  disabled  person 
in  class.   We're  talking  about  landscape  architecture,  this 
community  garden.   This  was  back  in  the  seventies.   They  were 
talking  about  environmental  education  before  anyone  else  was 
talking  about  environmental  education.   I  was  thinking  great,  but 
for  me,  if  you're  going  to  talk  about  gardens,  I  can't  do 
gardening  unless  it  is  somehow  adapted. 

I  think  somehow  I  had  heard  of  a  school  for  disabled  kids 
and  went  out  there.   Me  and  this  other  woman,  Kristen  Kurtz, 
designed  these  accessible  gardens.   And  then  it  was  that  same  idea 
of,  well,  we  don't  want  to  make  the  gardens  for  the  kids,  and  so 
we  got  all  the  disabled  kids,  and  we  got  wood  donated,  and  we  got 
the  city  council  to  give  us  three  hundred  dollars,  and  we  got  a 
little  brass  band,  and  the  parents  and  the  kids  and  everybody  got 
on  the  floor,  and  they  started  hammering. 

I  wanted  the  disabled  kids  to  hammer  and  saw  because,  again, 
I  was  not  disabled  until  I  was  eighteen.  Why  are  these  kids--why 
aren't  they  getting  the  chance?  Why  should  somebody  come  out  and 
build  this  thing  for  them  and  say,  "Okay,  kids.   Isn't  this  nice?" 
Why  aren't  they  out  hammering  and  sawing  and  getting  their  hands 
filthy  and  all  that  stuff?   So  I  think  for  me,  I  was  trying  to  use 
all  the  experience  that  I  had  growing  up,  being  a  nondisabled 
person.   Now  that  I  was  a  disabled  person,  I  could  not  figure  out 
why  other  people  weren't  having  these  same  experiences. 

And  in  the  criminology  class,  I  realized,  discrimination-- 
that ' s  what  I  was  going  to  write  about.   So  I  think  I  just  took 
every  class  that  I  was  taking  and  personalized  it  to  what  was 
important  to  me.   I  mean,  there  weren't  that  many  disabled 
students  at  that  time.   I  probably  also  was  not  good  at  the  other 
--I  mean,  I'm  terrible  in  math.   I  think  I'm  better  at  creating 
things  that  don't  exist  than  I  am  in  doing  conventional  things.   I 
never  did  great  on  my  SATs.   I  did  okay.   The  things  that  I'm  good 
at  are  more  on  the  creative  side  than  the  classic  academic.   That 
major  encouraged  it. 
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My  advisor  said,  "Go  out  and  do  whatever  you  do,  and  come 
back  in  two  months  and  tell  me  what  you  did."   I  had  all  my  notes, 
and  I  did  this  project  and  this  project,  and  I  was  showing  him, 
"Look,  I  did  this  and  this  and  this."   He  said,  "Susan,  Susan, 
stop."   He  said,  "I  don't  want  to  know  what  you  did."   I  said, 
"You  don't?"   I  said,  "But  you've  got  to  know  what  I  did."   He 
said,  "I  don't  want  to  know  what  you  did  because  I  want  to  know 
what  you  learned.   Tell  me  what  you've  learned."   That  was  so 
incredibly  different.   It  was  education  at  its  best. 


Sad  to  say 
they  did. 


eieiiL.   it  was  education  at  its  oest. 

,  I  don't  think  any  of  those  majors  exist  the  way 


Cowan:    I  don't  think  they  do,  either.   But  you  know,  it  sounds  a  bit  like 
your  parents  saying,  "You  go  off  and  do  your  life,  and  we're  not 
going  to  be  that  involved.   You  come  and  tell  us  what  you  did  and 
what  you  learned." 

Sygall:   Right.   Yes,  I  think  so.   Now  I  think,  being  a  director—and  I've 
always  been  a  director  of  an  organization;  I  really  haven't  worked 
for  anybody  else--I  think  that's  how  I  learned.   I  just  learned  by 
sitting  down  and  doing  it.   I  think  people  want  to  give  us 
structure.   I  don't  always  know  how  to  do  that,  I  think,  because 
I'm  much  used  to  learning  from  a  more  creative  way.   Which  is 
really  fun  [chuckling]. 


The  Berkeley  Scene  in  the  1970s 


Cowan:    Tell  me  something  about  what  Berkeley  was  like  when  you  got  there. 
Was  it  what  you  expected?   What  was  it  like?   The  city,  not  the 
campus . 

Sygall:   The  city?   I  remember  the  curb  cuts.   It  wasn't  as  good  as  it  is 
now,  but  it  was  just  beginning.   I  think  the  fact  that  you  could 
go  into  a  Disabled  Students'  Program  and  see  John  Hessler.   It  was 
that  one- second  glimpse  of  the  guy  at  the  rehab  center.   I  mean, 
suddenly  I  saw  other  people  with  disabilities  in  charge  of  things. 
I  think  that  was  probably  the  most  outstanding  thing. 

And  I  was  not  used  to  a  Disabled  Students'  Program  who  would 
advocate  on  my  behalf.   Like,  I  had  a  golf  cart,  and  if  there  was 
a  problem  with  it,  I  would  want  to  solve  it,  and  they'd  say,  "No, 
you  don't  have  to  do  that.   You  can  call  the  Disabled  Students' 
Program,  and  they'll  intervene."   I  wasn't  used  to  that.   I  wasn't 
used  to  the  disability  advocacy  thing.   Sometimes  I  had  to  switch. 
"Susan,  don't  you  call.   Do  it  through  us." 
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You  know,  having  a  golf  cart.   I  mean,  I  ran  around  in  a 
golf  cart,  and  that  was  so  wild.   When  there  were  streakers,  I  had 
streakers  jumping. 

Cowan:    Streakers? 

Sygall:   Remember  the  streaker  phase? 

Cowan:    Maybe  we  should  say  what  that  is. 

Sygall:   Streakers  were  this  crazy  fad  when  naked  people—what  did  they  do? 
They  ran  through  classrooms.   It  was  just,  like,  "Look,  we're 
naked,"  and  they  would  run  through  a  class  and  walk  down  the 
street.   1  remember  once  1  had,  like,  thirteen  naked  guys  jump  on 
my  golf  cart  [chuckling].   Berkeley  was  wild.   There  were  people 
on  Sproul  Plaza,  selling  land  on  the  moon  for  a  dollar  an  acre 
[chuckling].   It  was  Berkeley.   It  was  very  different  and  fun  and 
sunny . 

Cowan:    Very  different  from  New  York. 

Sygall:   Yes,  very  different  from  New  York.   From  being  the  only  disabled 
person- -well,  I  think  there  were  one  or  two  disabled  people,  I 
remember,  at  NYU.   I  was  just  sort  of  struggling  along,  and  when 
everybody  ran  into  the  subway  to  go  to  Chinatown,  I  couldn't  go. 
I  felt  different  there.   In  Berkeley,  that's  the  beginning  of 
being  part  of  the  community.   There's  no  doubt  that  had  a  huge 
effect  on  everything  I  did  later  on. 

Cowan:    Where  did  you  live? 

Sygall:   Where  did  I  live?   I  lived  in  Rochdale  Village,  I  think,  for  a 
while,  which  was  a  student  co-op.   I  lived  with  another  guy, 
Barry,  I  think,  a  man  from  England,  who  was  in  a  chair,  and 
another  woman. 

I  lived  a  year  in  Manville  Hall,  which  is  the  dormitory  with 
law  students.   I  actually  was  not  a  law  student.   I  think  it  was 
one  of  the  more  accessible  dorms.  And  my  roommate  was  Debby 
Kaplan  for  a  while.   She  was  a  law  student.   I  was  not.   We  were 
on  the  first  floor  of  the  law  dorm,  but  for  some  reason  they  put 
the  freshman  football  team  on  the  first  floor  of  the  law  school. 
I  think  Debby  was  a  serious  student  and  trying  to  get  through  law 
school,  and  they  were,  like,  making  noise  and  doing  crazy,  weird 
stuff.   It  drove  her  nuts.   She  said,  "I  can't  be  on  this  floor." 
She  actually  moved  up  to  the  sixth  floor,  where  it  was  quiet.   I 
was  her  roommate  for  a  while,  and  then  she  moved  to  the  sixth 
floor,  and  I  had  another  roommate,  who  I  still  get  cards  from 
every  year,  like  holiday  cards.   I  lived  there  for  a  year. 
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And  then  eventually  I  got  my  own  apartment.   I  think  I  lived 
on  Hearst  Street,  and  then  I  lived  on  Spruce  Street.   So  I  lived 
in  different  places. 

Cowan:    Was  it  hard  to  find  an  apartment  that  was  accessible? 

Sygall:   I'm  trying  to  think.   In  the  dorms--because  there  was  Disabled 

Students  Program,  I  remember,  in  the  dorms,  in  Rochdale  Village. 
I  don't  remember  struggling.   I  know  that  for  a  lot  of  people  it 
was  a  struggle.   I  think  maybe  once  I  moved  out  of  the  dorms,  it 
took  longer  to  find  a  place,  but  that's  all  I  remember.   I  think 
it  was  early  enough  that  there  weren't  so  many  disabled  people--! 
needed  an  apartment  on  the  ground  floor.   I  use  a  small 
wheelchair,  too,  so  I  was  probably  getting  in  bathrooms  a  little 
easier. 

Cowan:    You  didn't  need  a  roommate? 

Sygall:   I  had  roommates.   I  had  roommates.   I  roomed  with  one  of  the 
women,  Lee  Ann  Kurtz,  who  was  one  of  the  cofounders  of  the 
Disabled  Women's  Coalition.   I  think  we  lived  together  in  one 
apartment.   I  lived  with  Diane  Schechter,  who  was  the  other 
cofounder  of  BORP  at  Spruce  Street.   And  we  lived  with  another 
woman  named  Joyce  Rosenbaum,  and,  for  a  while,  this  very  nice 
French-Canadian  guy  named  Jean.   All  the  times  I  had  roommates.   I 
don't  think  I  ever  lived  by  myself. 

Cowan:    How  were  you  supporting  yourself?   How  did  tuition  get  paid? 

Sygall:   Vocational  Rehabilitation  paid  my  tuition,  paid  for  my  golf  cart, 
paid  I  think  for  pretty  much  anything.   Karen  Newsome  [Topp]  was 
my  voc  rehab  counselor.   She  was  very  good.   But  I  will  say  I  also 
had  voc  rehab  counselors  who  told  me  I  couldn't  do  recreation 
because  I  would  not  be  able  to  carry  a  ball  and  I  could  not  help 
other  disabled  people  because  I  couldn't  physically  help  them  and 
that  I  had  to  change  my  major  and  be  a  teacher.   I  said  I  didn't 
want  to  be  a  teacher,  and  she  said,  "If  you  don't  be  a  teacher, 
voc  rehab  won't  pay."   I  think  I  said,  "Fine,  I'll  be  a  teacher," 
and  I  never  changed  any  of  my  courses . 

I  always  tell  people  whatever  you  do,  don't  listen  to  the 
voc  rehab  counselor  unless  they're  telling  you  what  you  want  to 
do. 


Cowan:   Were  they  paying  you  a  monthly  amount? 

Sygall:  I  used  CIL  services.  I  talked  to  Greg  Sanders,  and  I  was  on  SSI 
and  might  have  had  a  little  bit  of  SSDI  because  I  had  worked.  I 
worked  before  I  was  disabled,  in  different  jobs.  I  just  lived  off 
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benefits.   I  lived  pretty  cheaply,  and  I  had  roommates.   I  wasn't 
doing  any  clothes  or  records  or  anything.   I  think  I  just  pretty 
much  lived  with  that. 


Forming  the  Disabled  Women's  Coalition 


Cowan:   How  did  you  notice  a  community  forming  up? 

Sygall:   In  terms  of  the  disabled  community?  When  I  was  taking  these 
different  classes,  I  took  this  one  class,  Getting  to  Know  the 
Handicapped,  which  we  thought  was  awful  and  me  and  another  woman, 
Lee  Ann  Kurtz,  started  another  class.   We  wanted  to  do  something 
on  disabled  women,  and  so  we  started  this  class  called  Disability 
Issues.   One  of  the  things  we  wanted  to  do  is  find  out  what's 
going  on  with  disabled  women. 

I  think  we  put  out  a  call  to  form  this  thing  called  the 
Disabled  Women's  Coalition.   First  it  was  two  or  three  people,  and 
then  I  think  at  a  community  college  we  had  a  table  for  Women's 
Day.   Some  of  the  people  who  were  at  the  Disabled  Women's 
Coalition- -people  like  Corbett  O'Toole,  a  famous  disabled  women's 
advocate  now,  and  Bonnie  Regina  and  Debby  Kaplan  and  Patty 
Overland  came. 

I  remember  that  we  had  two  or  three  or  four  women,  and  we'd 
meet  and  have,  like,  a  rap  group.   And  then  once  we  put  out  we 
wanted  to  have  a  big  meeting,  we  did  some  publicity,  and  then 
sixty  women  showed  up.   So  I  think  it  was  the  women's  community. 
We  started  very  small.   But  again,  coming  from  New  York,  where  I 
was  at  NYU,  I  didn't  talk  to  any  disabled  women. 

I  still  remember  one  of  the  stories  that  Debby  Kaplan  told 
at  one  of  our  rap  sessions  about  how  she  peed  on  the  floor. 
(Debby,  I  hope  you  don't  mind  me  telling  this  now.)   That  she  peed 
on  the  floor  during  her  law  school  class.   A  lot  of  us  have  bad 
bladders  from  spinal  cord  injuries  and  other  things.   I  had  and 
still  have  a  bad  bladder.   But  at  that  time  it  was  worse.   And  I 
just  couldn't  believe  she  was  even  talking  about  that,  let  alone- - 
and  I  said,  "My  God!   You  peed  on  the  floor?"   She  said,  "Yes,  it 
was  my  tort  class."   I  said,  "Oh,  my  God!   What  did  you  do?"  And 
she  said,  "I  just  raised  my  hand  and  said,  "Hey,  everybody,  I  just 
peed  on  the  floor,  and  I  can't  clean  it  up,  so  if  somebody  would 
like  to  clean  it  up,  I  suggest  now  would  be  a  good  time.1"  My 
mouth  just  sort  of  went,  Rrraah--"My  God!   You  did  that?"   She 
said,  "Yes." 


21 


Cowan: 


Sygall: 


And  then  we  had  that  —  really,  it  was,  like,  yes.   I  mean, 
why  hide  it?  Why  apologize  for  it?   It  was  conversations  like 
that  which  might  sound  so  small,  but  it  was  a  real  turn  of 
thinking,  instead  of  hiding  it  and  don't  say  it  and  do  all  this 
other  stuff.   Why  not? 

So  you  started  Disabled  Women's  Coalition.   That  was  before  you 
got  to  CIL,  before  BORP. 

To  the  best  of  my  recollection,  it  was  an  outgrowth  of  the  class 
that  Lee  Ann  and  I  took.   Then  we  incorporated  the  Disabled 
Women's  Coalition  and  advertised  some  of  its  meetings  and  had  a 
rap  group  and  a  speaker's  bureau.   We  started  doing  that  through 
BORP. 


Cowan:    At  CIL. 

Sygall:   And  then  we  had  an  article  in  Ms.  magazine,  I  think,  that  got  a 
lot  of  attention. 

Cowan:    Did  you  have  university  support  for  Disabled  Women's  Coalition? 

Sygall:   Actually,  I  just  read  that  we  got  some  money  from  the  university-- 
because  it  was  a  course—to,  I  think,  probably  pay  for  flyers  and 
organizing  and  stuff.   I  think  it  was  a  little  bit  of  it. 


Addressing  Disabled  Women's  Needs 


Cowan:    Why  Disabled  Women's  Coalition?   How  were  their  issues  different? 

Sygall:   That's  a  classic  question.   I  think  that  from  what  I  could  see, 
there  was  the  Disabled  Students'  Program,  and  men  and  women  were 
working  together  in  CIL.   I  think  that  was  good,  but  I  think  that 
we  as  women,  when  we  were  in  health  care  classes,  started 
realizing  there  were  issues  around  women  and  getting  information 
about  sex  and  getting  information  about  birth  control  and  straight 
issues  and  lesbian  issues  that  were  not  being  addressed. 

In  rehab  the  guys  got  to  see  all  the  films  and  they  were 
doing  all  these  things  about  how  the  guys  were  going  to  have  sex, 
and  the  big  thing  about  women  is  whether  or  not  you  could  have 
kids.   It  was  the  only  thing  they  told  you  about.   And  yes,  you 
could  satisfy  a  guy.   So  it  just  seemed  like  it  wasn't  an  equal 
playing  field  in  terms  of  information,  in  terms  of  self- 
confidence.   The  guys  turned  to  sports. 
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There  was  an  obvious  difference  in  relationships.   More  men 
who  had  relationships  who  became  disabled,  their  wives  or 
girlfriends  or  whoever  they  were  with  stayed  with  them,  and  more 
women—even  though  it  didn't  happen  with  me  particularly,  it  was 
story  after  story  of  women  whose  boyfriends  split.   I  think  it  was 
easier.   Guys  were  always  going  out  with  a  nurse,  with  a  physical 
therapist,  with  whatever.   I  think  for  the  women,  in  those  days, 
if  you  don't  have  heels  and  blah-blah-blah,  you  didn't  go. 

There  were  different  messages,  I  think,  for  the  lesbian 
women  in  the  group,  too.   They  felt  that  their  issues  weren't 
getting  support  from  the  women's  community.   There  were  a  lot  of 
issues  around  self-image  and  what  you're  supposed  to  look  like. 
And  there  are  many  fewer  disabled  women  statistically  than 
disabled  men,  and  so  it  just  seemed  we  were  the  only  ones  who 
could  share  with  each  other  what  was  going  on. 

Again,  to  do  that  switch  of  experiences,  it's  not  that 
there's  something  wrong  with  us.   Everybody  else  is  really  screwed 
up  out  there,  and  we've  got  to  change  how  we  think  about  who  we 
are . 

Cowan:    That  sounds  like  a  wonderful  group.   Did  you  have  big  attendance? 

Sygall:   There  was  a  speaking  bureau,  and  we  went  out  and  talked  to  health 
practitioners.   There  was  a  big  thing  in  San  Francisco.   There  was 
a  sexual  attitude  restructuring  program  for  people  with 
disabilities.   We  would  be  talking  about  disabled  women's  things. 
We  talked  to  doctors,  to  gynecologists.   I  mean,  there  was  a  whole 
outward  speaking  group.   And  then  there  was  a  rap  group  just  for 
disabled  women  to  talk  with  each  other.   Women  with  different 
disabilities,  straight  women,  gay  women-- just  having  a  chance  to 
talk  among  ourselves  about  our  experiences. 

I  think  at  one  meeting  there  were  sixty  women.   1  think  it 
just  went  up  and  down,  like  all  groups.   But  from  what  I  can  tell, 
it  probably  was  one  of  the  first  groups  that  pulled  together  as 
disabled  women. 

Cowan:   Rap  groups  were  really  popular  in  those  days.   It  really  felt  like 
things  changed  through  them.   Do  you  think  things  changed? 

Sygall:   Yes,  I  do  think  things  changed  in  that  I  think  it  created 

different  paradigms  of  how  people  think  about  themselves.   I  think 
people  went  from  "these  people  left  me  because  I'm  disabled"  to 
"how  screwed  up  those  people  are  because  they  left  me."   Instead 
of  taking  it,  internalizing  it.   I  think  it  made  the  difference 
between  the  internal  and  external  oppression  and  really 
understanding  the  mechanisms  between  those  two  things. 
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One  thing  about  being  disabled—whether  disabled  men  or 
women--is  that  your  parents  usually,  statistically,  are  not 
disabled.   And  so  you  don't  have  a  family  group  that's  going  to 
give  you  positive  reinforcement.   What  the  women's  groups  did  is 
give  you  a  new  family,  where  you  were  great  just  how  you  were. 
Disabled  women  had  to  create  a  positive  identity  that  didn't 
exist.   It  was,  like,  oh,  you're  terrible.   You  were  in  an 
accident.   Oh,  my  God,  you  were  born  with  spina  bifida. 
Everything  was  negative,  negative,  negative. 

A  way  to  share  stories  about  partners  and  stories  about 
sexuality  and  stories  about  motherhood  and  not  motherhood.   There 
was  nowhere  else  to  get  that.   I  mean,  there  was  not  one  positive 
thing  about  any  of  it.   What  little  there  was  was  wrong  or  it  was 

medical . 


Cowan:    Was  it  mostly  university  women  who  attended? 

Sygall:   No,  I  think  it  was  some  university  women.   There  weren't  that  many 
disabled  women,  I  don't  think,  at  the  university.   I  think  it  was 
just  a  lot  of  women,  some  of  whom  may  have  been  on  benefits,  some 
who  were  working,  some  were  finding  out  who  they  are.   I  think  it 
was  a  very  varied  group,  and  I  think  I  remember  the  age  group.   It 
was  older  women,  maybe  not  much  younger  than  eighteen  or  so,  but 
the  age  varied. 

Cowan:    How  did  you  get  the  word  out? 

Sygall:   I  think  we  did  flyers.   I  just  saw  some  things  about  flyers,  and  I 
think  we  had  some  PSAs  on  the  radio  and  other  disability 
newsletters  and  things  like  that. 

Cowan:    You  mentioned  the  Ms.  magazine  article.   How  did  that  happen? 
*# 

Sygall:   Actually,  I  have  a  copy  of  the  Ms.  magazine  article.   We  kept 
reading  Ms.  magazine,  some  of  us,  and  thinking  why  is  there 
nothing  about  disabled  women.   And  we  got  an  article  in  there.   I 
think  in  the  interview  I  talked  about  some  of  the  stories.   I 
talked  about  how  disabled  women  were  not  given  information, 
whether  it  was  about  sex  or  parenthood,  and  the  importance  of 
disabled  women  getting  together.   We  got  a  short  article. 

I  think  it  might  have  been  one  of  the  first  articles  about 
disabled  women.   What  I  keep  reading,  from  the  things  that  my 
mother  has  collected  from  the  past  is  that  there  was  such  a  huge 
response  from  disabled  women  all  over  the  country,  maybe 
nondisabled  women,  too,  that  I  constantly  see  mention  of  "Help,  we 


need  more  people  to  help  answer  all  the  letters"  because  we  really 
wanted  to  answer  all  the  letters.   I  constantly  see,  "Please,  we 
need  volunteers  to  help  answer  the  letters." 

I  think  it  was  the  first  statement  of,  hey,  disabled  women, 
where  are  you  all?  We  need  to  all  connect. 

Cowan:    I'm  sorry  if  I  missed  it.   Did  you  say  who  wrote  the  article? 
Sygall:   I  would  have  to  look. 
Cowan:    It  wasn't  you. 

Sygall:   I  think  someone  might  have  interviewed  us  because  it  looks  like 
Susan  Shapiro  is  mentioned  in  it  and  Bonnie  Regina,  and  I  say 
something.   I  think  Debby  Kaplan  is  mentioned.   My  guess  is 
someone  might  have  called  us  and  done  an  interview  on  what  was 
going  on.   It's  in  the  archives. 

Cowan:   Another  thing  I  saw  in  the  CIL  newsletters  was  that  you  had 
retreats . 

Sygall:   Yes. 

Cowan:    Tell  me  how  many  retreats. 

Sygall:   I  remember  there  was  one--I  wonder--there' s  a  picture  somewhere. 
There's  a  great  disabled  women's  retreat.   It  was  somewhere  in  a 
very  beautiful  place  in  California.   I'm  not  going  to  remember 
where  it  was,  but  I  bet  some  of  the  other  disabled  women  will 
remember.   I  think  there  were  a  lot  of  us.   I  think  there  were 
forty  or  fifty  of  us.   There's  a  picture  of  us,  and  we're  all 
making  like  a  fist  and  showing  off  our  muscles. 

It  was  the  first  time  we  all  went  out  there.   We  organized 
some  anything-goes  baseball  games:  no  matter  what  you  can  move,  do 
it.   Changing  all  the  rules  so  that  everybody  can  play.   I  think 
it  was  a  very  powerful  thing.   It  was  the  first  time  fifty 
disabled  women  all  went  away  together.   I  just  remember  it  was  a 
real  celebration. 

Cowan:    Did  you  do  it  more  than  once? 

Sygall:   I  think  there  might  have  been  one  or  two,  one  or  two,  at  least 

from  when  I  was  there  is  what  I  remember.   In  my  mind  I  remember  a 
picture  of  all  of  us  at  the  end  of  the  retreat. 

Are  you  interviewing  Corbett  [O'Toole]? 
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Cowan:    I  am  not,  but  another  interviewer  in  the  project  is.   And  Debby 
Kaplan. 

Sygall:   Yes,  I  think  a  lot  of  them  will  be  able  to  piece  some  of  this  more 
together.   I  know  Corbett  was  there.   I'm  pretty  positive. 
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III   BERKELEY  OUTREACH  RECREATION  PROGRAM 


Designing  a  Recreation  Program  for  Disabled  People 


Cowan:    So  you  were  at  the  university.   You  got  the  Disabled  Women's 

Coalition  going.   You're  still  working  on  your  major.   And  then 
you  graduated?   Or  were  there  other  things  before? 

Sygall:   BORP.   I  still  did  BORP  before  I  graduated. 
Cowan:    Oh,  before  you  graduated. 

Sygall:   Before.   I  was  still  a  student.   I  was  twenty-three.   I  think  that 
I  took  another  landscape  architecture  course,  and  I  think  they 
were  talking  about  recreation,  environmental  education  or 
something  that  I  could  squeeze  something  in  about  recreation.   I 
said  I  realized  that  there  was  no  real  recreation  program  for 
disabled  people  in  Berkeley. 

I  think  there  was  this  one  program  called  the  Lively  Oaks 
Group,  where  a  bunch  of  disabled  people  once  a  week  went  and 
played  cards,  really  sort  of  passive,  I  would  say  paternalistic 
kind  of  program.   I  think  I  said  could  I,  for  my  class,  design 
what  I  think  would  be  a  good  recreation  program.   Again,  I  think 
the  teacher  said,  "Yeah,  you  can  do  it,  but  if  you're  going  to 
take  the  time  to  go  ahead  and  design  it,  why  don't  you  design  it 
and  write  a  proposal  for  it?" 

So  then  I  designed  it  and  wrote  a  proposal  for  it,  and  then 
somehow  they  said,  "Well,  if  you're  going  to  design  it,  write  a 
proposal  for  it,"  to  think  about  submitting  it  to  the  city 
council.   Somehow,  this  also  might  have  been  attached  to  the 
Disabled  Women's  Coalition.   I  get  a  little  fuzzy  here.   But  I 
remember  it  was  an  outgrowth  of  the  class. 

I  believe  there  was  Lee  Ann,  who  worked  for  the  Disabled 
Women's  Coalition,  and  Michael  Pachovas  might  have  been  part  of  it 
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as  well.   I'm  pretty  sure  that  I  wrote  the  proposal  for  my  class, 
and  I  remember  that  I  was  lobbying  all  the  city  council  people. 
The  proposal  was  to  form  a  disabled  recreation  program  run  by 
disabled  people.   We  asked  for  seventeen  thousand  dollars. 

So  I  wrote  a  proposal.   It  was,  like,  swimming  and  horseback 
riding,  and  the  idea  was  just  to  use  the  Harmon  Gym  for  gymnastics 
and  use  a  regular  riding  place  and  build  a  ramp.   We  were  going  to 
have  free  transportation  and  attendant  services.   I  took  the 
proposal  to  some  other  people  —  some  nondisabled  people,  actually 
some  nondisabled  men—and  some  guy  looked  at  it,  who  was  a 
recreational  professional.   He  said,  "Well,  you  know,  it  looks 
really  good,  but  who's  going  to  be  the  director?" 

At  that  point  I  was  thinking  of  calling  my  friend,  Diane, 
who  was  my  friend  from  a  long  time  ago,  and  asking  her  to  come  out 
and  help  me.   But  his  intent  was,  "Who's  going  to  be  the 
director?"  Like,  obviously,  you  can't.   I  always  figured,  well, 
I'd  be  the  director  with  someone  else  because  it  was  our  idea. 
Somehow  I  remember  him  saying,  "Well,  I  think  I  could  be  the 
director,"  and  we'd  hire  a  swimming  instructor  and  we'd  hire  this 
and  we'd  hire  that. 

But  in  some  way  he  sort  of  slipped  in,  "But  I'm  not  really 
sure  what  you  could  do."   I  just  remember  hearing  that  and  it  was 
like  going  into  shock,  "Am  I  crazy  or  is  he  crazy?"   I  remember 
going  home,  and  I  called  my  friend,  Diane  Schechter,  who  was  my 
friend  from  before  my  accident,  from  New  York,  and  telling  her 
this  and  saying,  "Am  I  going  to  hand  this  whole  thing  to  this 
guy?"  He  was,  like,  well,  you  can't  do  swimming  because  you 
couldn't  rescue  someone,  and  you  can't  do  this  and  you  couldn't  do 
that.   At  some  point,  Diane  said  that  she  would  come  out  and  do  it 
with  me,  and  we  did  not  know  if  it  was  going  to  get  funded  or  not. 
But  I  continued  to  lobby  the  people,  the  city  council  people,  and 
I'm  sure  I  had  gotten  support  letters. 

Diane  had  graduated  already  from  the  University  of  Colorado, 
and  she  came  out,  not  knowing  if  it  was  funded.   I  think  we  waited 
at  the  city  council  meeting—they  didn't  pass  it  the  first  day,  it 
didn't  get  passed  the  second  day,  and  then  on  the  third  day  they 
finally  mentioned  it,  and  in  one  second  they  went,  "Berkeley 
Outreach  Recreation  Program,  yes,  yes,  yes,  yes,"  whatever- 
passed,  $17,000.   So  that's  how  the  program  got  started. 

I  had  already  been  working  with  the  kids  at  the  disabled 
school,  the  Whitton  School  and  Cameron  School,  which  at  that  time 
were  segregated  schools. 
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Cowan:    What  were  the  schools? 

Sygall:   Cameron,  C-a-m-e-r-o-n,  and  Whitton,  W-h-i-t-t-o-n.   I  think  after 
the  garden  project,  I  also  did  some  wheelchair  sports  stuff  with 
them  and  tried  to  get  them  to  do  wheelchair  sports  so  they  could 
compete.   I  mean,  I  had  done  some  extensive  things.   I  think  I 
wanted  to  continue  to  do  programs  with  them. 

So  we  got  that  first  grant,  and  then  we  had  put  another 
proposal  in  to  do  a  program  for  disabled  kids  at  those  schools 
that  was  funded  by  the  Community  Action  Grants,  I  think  they  were 
called.   That  was  for  eighty-five  hundred.   I  think  just  literally 
a  few  weeks  later,  that  got  funded.   That,  I  think,  then,  was  the 
beginning  of  BORP. 

Diane  and  I  were  now  living  on  Spruce  Street  and  had  a 
little  wine-and-cheese  function,  and  that  was  our  first 
fundraiser,  at  our  house.   I'm  amazed,  when  1  read  this  history: 
we  had  swimming  at  the  Berkeley  High  School  pool,  and  we  hired 
people  who  didn't  know  anything  about  disability  but  who  knew 
about  swimming,  to  teach  swimming.   And  we  had  attendants  to  lift 
people  in  and  out  of  the  pools.   We  went  to  the  Harmon  Gym. 

That's  the  other  thing  I  did.   When  I  was  at  the  university, 
I  wanted  to  take  P.E.  classes,  and  they  did  not  have  disabled 
people  taking  P.E.  classes.   I  signed  up  for  things  like  men's 
gymnastics.   I  tried  to  organize  a  program  where  if  you  wanted  to 
take  a  P.E.  class  and  you  were  disabled,  you  could  get  a  volunteer 
from  the  university  who  would  get  credit.   In  gymnastics  I  had  a 
one-on-one--I  think  a  guy  from  the  gymnastics  team  helped  me.   And 
someone  who's  blind  who  wanted  to  take  karate  or  whatever  could 
have  a  one-on-one  volunteer.   I  think  I  tried  to  organize  that 
system. 

I  had  taken  gymnastics,  so  I  knew  some  people  in  the 
gymnastics  team.   We  had  body  conditioning  at  Harmon  Gym  in  the 
evening,  using  all  the  weights  and  the  things,  and  we  had  a  lot  of 
the  guys  from  the  gymnastic  teams  help  out  and  do  fitness  things. 
I  mean,  it  was  anti-,  anti-therapeutic.   I  never  wanted  to  hear 
the  word  "therapy."  It  was  just  fitness;  it  was  swimming. 

We  designed  a  ramp  at  Grizzly  Peak  Stables  so  anyone  with  a 
saddle  could  ride.   There  were  lots  of  articles  about  that.   I 
remember  once  we  presented  at  a  big  therapeutic  recreation 
conference,  and  we  talked  about  we  have  horseback  riding  at  a 
regular  stable,  and  we  designed  this  saddle  for  quadriplegics. 
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And  somebody  raised  their  hand,  horrified,  and  said,  "How  can  you 
put  a  quadriplegic  on  a  horse?   It's  so  dangerous.   They're 
strapped  in.   What  if  the  horse  rolls  over?"  And  what  if  the 
horse  does  this?  How  could  we  do  this?   It  was  way  too  dangerous, 
and  we  had  no  right  to  do  it  and  was  so  unprofessional. 

I  remember  answer ing- -you  know,  we  did  it  with  adults,  and  I 
asked  one  of  the  guys  who  was  a  quadriplegic,  "Well,  what  do  you 
think  about  the  risk  of  being  a  quadriplegic  and  horseback 
riding?"  And  he  said,  "I  think  every  quadriplegic  has  the  right 
to  break  their  neck  twice." 

Cowan:    [chuckling] 

Sygall:   Which  I  thought  was  a  great  answer.   So  we  organized  a  camp, 
probably  one  of  the  first  camps  that  integrated  disabled  and 
nondisabled  kids.   We  had  disabled  counselors,  which  had  never 
been  done  before.   We  had  a  disabled  program  where  the  disabled 
teenagers  could  be  counselors-in-training.   So  we  had  disabled 
counselors,  teenagers  being  counselors-in-training. 

And  again,  if  you  think  of  it,  I'd  been  in  camp.   I  was  not 
disabled.   I'm,  like,  What  is  the  problem  here?   Who  invented  all 
this  wacko  stuff  for  disabled  people  around  recreation  that  is  so 
completely  different  from  what  nondisabled  people  have? 

Cowan:    Did  you  continue  to  encounter  opposition  to  your  ideas? 

Sygall:   We  didn't,  I  think,  waste  a  lot  of  energy  with  people  who  didn't 
care  because  we  had  funding;  we  ran  our  own  organization;  so  we 
didn't  have  to  go  through  any  hoops.   We  had  to  get  permission, 
probably,  from  the  Berkeley  Pool.   We  found  an  archery  place  and 
we  had  archery.   And  we  designed  our  own  adaptive  equipment. 

We  found  a  woman  who  was  a  dancer  and  said,  "Do  you  want  to 
do  a  modern  dance  class?"  And  she  said,  "Fine.   I  don't  know 
anything  about  disabled  people."   I  said,  "Great."   I  think  we 
didn't  want  anyone  who  did.   We  can  help  you  adapt  it.   We  had  a 
modern  dance  class,  I  think,  in  our  living  room  on  Spruce  Street 
for  a  while. 

And  then  we  organized  trips  to  Yosemite.   We  used  the  CIL 
vans  and  went  to  Yosemite,  and  worked  with  ski  programs.   So  I 
think,  really,  we  were  just  trying  to  do  the  same  old  recreation 
that  other  people  did. 

Cowan:    And  you  hadn't  graduated  yet. 
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Sygall: 


Cowan: 


Sygall; 


No.   Diane  had  graduated  from  Colorado, 
because  1  was  in  rehab. 


I  was  a  year  behind 


Cowan : 
Sygall: 


Cowan: 
Sygall: 


Cowan: 


Sygall: 


Who  were  your  advocates  on  the  Berkeley  council? 
some  that  were  especially  helpful? 


Did  you  have 


Loni  Hancock,  I  think,  was  one.   There  was  some  guy  who  worked  at 
Layton's  Shoes.   There  was  a  store  on  the  corner  on  Telegraph 
Avenue.   It  was  a  nice  shoe  store,  Layton's.   They  had  nice  shoes. 
His  name  was  something  like  Witten,  Witten  somebody.   I  remember 
he  had  a  little  bit  of  a  European  accent.   Somehow  he  was  on  the 
city  council  or  working  with  the  city  council.   There  was 
definitely  a  few  people. 

While  I  was  a  student,  I  set  up  meetings  with  each  person 
and  went.   That  was  the  beginning  of  learning  how  to  lobby. 

Did  you  pay  yourself  something? 

I  think  I  didn't  get  anything  most  of  the  time  because  I  was  still 
a  student,  and  I  was  probably  still  on  SSI.   I'm  sure  Diane  got 
something.   And  I  think  the  rest  of  the  money  we  put  in  the 
program.   We  didn't  charge—it  was  on  a  sliding  scale.   I  think 
the  rest  went  to  what  we  needed  to  run  the  program. 

Did  you  help  design  the  saddle? 

I  did,  along  with—again,  I'm  totally  cheating  here,  reading  some 
of  these  articles  [chuckling].   I'm  not  cheating!   It's  okay!   It 
was  me,  it  was  Diane,  it  was  Doug  Card,  who's  another  guy  who's  a 
quadriplegic  who  now  is  a  lawyer,  living  in  Ashland,  and  Cece 
Weeks,  who  I  know,  a  famous  disabled  woman  from  Berkeley.   And 
then  there  were  a  few  other  people.   I  think  we  also  went  to 
Stanford.   Stanford  University  had  a  big  design—some  kind  of 
rehab  designing--!  remember  they  were  involved  and  looked  at  our 
stuff  and  helped  us. 

Every  time  you  needed  a  saddle  or  a  piece  of  equipment,  would  you 
go  there  or  go  to  somebody? 

I  think  they  just  did  the  saddle.   There's  a  picture  of  Mary  Ann 
Hiserrnan  using  the  archery  thing.   I  think  a  bunch  of  us  got 
together  and  maybe  talked  to  an  archery  person.  What  we  really 
did  was  the  philosophy  of  the  disabled  people.  We  knew  what  we 
needed,  and  someone  who  knew  about  saddle  design  helped  us  fill  it 
in. 

The  other  person,  Phyllis  Mace,  was  our  first  swimming 
instructor.   I  just  called  her  before  I  came  here.   I  mean,  I'm 
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still  in  touch  with  her.   I  haven't  talked  to  her  in  many  years. 
She  had  all  her  certificates  for  swimming.   She  didn't  know 
anything  about  disability,  but  she  just  had  the  right  attitude-- 
"Yeah,  let's  do  it."  And  I  think  we  had  a  bunch  of  disabled 
people  in  the  pool  when  we  interviewed  her,  and  said,  "Okay,  teach 
us  swimming."   She  didn't  have  a  nerdy  attitude  and  just  said, 
"Hey,  what  do  you  think  you  need  to  do?"  And  I  said,  "Okay, 
you're  hired." 


Affiliation  with  the  Center  for  Independent  Living 


Cowan:    How  did  you  get  CIL  to  let  you  use  their  vans?   You  were  not 
working  there. 

Sygall:   We  were  not.   We  were  definitely  our  own  nonprofit.   We  were  not 
ever  part  of  CIL,  but  we  started  off  in  our  house,  and  then  we 
were  in  CIL.   And  CIL,  I  think,  thought,  "Yeah,  we  think 
recreation  is  important."   And  people  could  call  the  CIL  office, 
841-4776,  extension  48.   So  we  used  their  switchboard.   People 
called  BORP  by  calling,  at  that  point,  CIL.   They  gave  us,  I 
think,  a  desk  and  a  phone.   And  I  think  in  the  evenings  maybe  they 
weren't  using  their  vans.   Most  of  our  programs  were  in  the 
evenings  and  weekend,  and  they  let  us  use  their  vans. 

And  then  there's  a  big  picture  of  when  we  had  our  own  vans. 
Maybe  the  next  year  there  was  a  transportation  grant  available, 
California  something  transportation,  and  we  got  a  $31,000  grant, 
and  we  got  two  Ford  vans . 

But  at  CIL,  we  used  a  lot  of  the  CIL  drivers. 
Cowan:    So  BORP  never  was  a  part  of  CIL? 

Sygall:   It  was  part  of  CIL  in  that  we  were  housed  in  CIL,  but  we  had 

nothing  to  do  with  the  board  of  directors  or  the  whole  internal 
stuff.  We  were  just  able  to  have  free  housing,  free  use  of  the 
phone.  I  don't  know  what  we  were. 

Cowan:    Affiliated? 

Sygall:   Yes,  we  were  affiliated  with  CIL,  but  we  had  separate  funding, 

separate  board  of  directors,  all  that.   But,  as  I  talked  to  Diane 
before  I  came,  CIL  was-- 

Cowan:   Fairly  generous. 
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Sygall: 

Cowan: 

Sygall: 

Cowan: 

Sygall; 

Cowan: 

Sygall: 


Cowan: 

Sygall: 

Cowan: 

Sygall: 


Cowan: 
Sygall: 


Yes.   C1L  said,  "Use  the  phone,  use  the  extension,  use  our  vans." 
I  mean,  they  really  helped  make  the  whole  thing  happen. 

Were  you  ever  there  on  the  premises?   Did  you  have  a  desk? 

Yes. 

You  personally  were  not  paid  by  CIL? 

No.   I  don't  know  if  I  was  ever  paid. 

Even  after  you  graduated. 

No.  I  did  BORP  for  two  years.  I  don't  remember.  It's  possible 
that  most  of  the  time  I  was  not  paid  by  BORP,  or  that  I  was  paid 
little  enough  that  I  didn't  lose  my  benefits  because  I  could  not 
afford  to  lose  my  benefits.  I  think  I  did  that  for  two  years. 


And  then  I  got  a  Rotary  scholarship. 
And  then  Diane  continued. 


That's  a  whole  other  story. 


But  we  were  at  CIL.   I  was  physically  at  the  desk,  answering 
the  phone.   Yes,  I  remember  being  at  CIL.   And  also  I  used  CIL.   I 
was  talking  to  Greg  Sanders,  and  I  was  both  a  user  and  a  person 
who  was  part  of  it. 

The  name  BORP. 
[chuckling] 

It's  Berkeley  Outreach  Recreation  Program.   How  did  you  decide  on 
the  name,  and  did  it  have  a  couple  of  incarnations?   Is  it  now  Bay 
Area? 

Unfortunately,  because  of  a  family  crisis,  I  was  unable  to  go  to 
the  big  twentieth  reunion.   I  think  it  was  BORP,  and  I  think  it 
went  from  Berkeley  Outreach--their  scope  and  their  funding—and 
then  it  turned  into  Bay  Area  Outreach  Recreation  Program.   I  don't 
know  all  the  incarnations.   I  know  it  was  always  a  source  of  a 
joke  because  BORP--and  it  wasn't  going  to  be  BURP. 

[chuckling] 

I  think  we  just  were  in  Berkeley  and  we  were  outreaching  to  people 
in  recreation,  and  I  think  we  just  put  the  acronym  together  and 
liked  the  sound  of  it. 


Cowan:    How  did  you  do  outreach  to  the  community? 
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Sygall:   I  remember  PSAs.   We  had  things  in  the  newspapers.   There  were  a 
lot  of  newspaper  articles  about  the  recreation  program:  we're 
looking  for  volunteers,  we're  looking  for  participants.   Flyers 
everywhere . 

If  you  didn't  pay,  it  was  free.   We  had  attendants.   You 
didn't  have  to  bring  your  own  attendant.   And  it  was  free 
transportation.   I  remember  we  would  go  and  just  pick  people  up  at 
their  homes.   If  they  wanted  to  go  swimming,  we'd  pick  this  one  up 
and  that  one  up.   We  went  to  nursing  homes  and  picked  up  disabled 
people.   We  have  a  picture  of  this  guy,  Lester—Lester ,  and  I 
can't  remember  his  last  name,  this  sixty-year-old  guy.   He  was  in 
a  nursing  home  as  a  double  amputee,  and  we  picked  him  up  and  took 
him  horseback  riding  and  swimming. 

We  knew  what  the  barriers  were  for  disabled  people: 
financial  money,  transportation,  so  we  were  free  if  they  needed  it 
to  be  free,  or  sliding  scale.   We  picked  people  up.   If  they-- 
whatever  disability—needed  an  assistant,  we  had  assistants.   We 
had  adaptive  equipment  because  we  wanted  to  make  sure  that  all 
sorts  of  people  with  disabilities  could  do  recreation.   We  took 
out  the  whole  medical  notion,  and  we  did  fun  things.   We  did 
fencing,  archery,  snorkeling,  Yosemite.   We  didn't  do  all  the 
nerdy  stuff. 


The  Significance  of  BORP 


Cowan:    What  do  you  think  was  the  significance  of  that  to  people  who 
participated? 

Sygall:   We  did  big  self-defense  classes.   We  taught  how  to  use  your  canes 
and  crutches  to  defend  yourself.   I  think  a  lot  of  it  was  that 
people  maybe  who  were  born  with  disabilities  who  had  not  thought 
that  they  could  swim,  that  they  could  do  self-defense,  that  they 
could  be  athletic,  that  someone  having  disability  and  being 
athletic  or  doing  any  kind  of  recreation  thing  did  not  go 
together. 

I  think  it  opened  up  a  whole  new  world.   I  think  it 
demedicalized  a  whole  field.   I  think  the  medical  professional 
tried  to  carve  a  niche  by  making  swimming  for  disabled  people 
therapeutic,  so  that  they  didn't  feel  like  they  could  swim  like 
anybody  else.   I  think  it  just  changed  people's  perception  of  what 
they  could  do,  and  I  think  it  was  based  very  much  on  and  coincided 
with  the  CIL  paradigm  that  disabled  people  are  the  experts  of  what 
they  need. 


And  I  think  there  were  a  lot  of  disabled  people  at  that  time 
who  wanted  to  do  things  with  other  disabled  people.   I  mean,  now 
there's  a  big  thing  about  being  included  in  recreation,  and  we 
also  give  information  so  people  can  do  things.   But  at  that  time 
the  disability  movement  was  sort  of  at  the  beginning  of  disabled 
people  wanting  to  be  with  other  disabled  people.   There  was  a 
sense  of  solidarity.   I  think  people  wanted  to  try  to  do  things 
that  they  could  never  do  before. 

The  whole  identity  of  who  disabled  people  were  was  changing. 
It  was  changing  from  a  group  that  everyone  else  knew  about  and  did 
things  for  to  a  group  that  was  defining  itself.   So  recreation  was 
just  doing  its  part  of  that  whole  disability  movement. 

Cowan:    So  it  was  really  working  for  people  who  were  participating. 

Sygall:   I  think  so.   From  what  I  can  tell  in  running  into  some  of  the 
people  who  were  in  our  program  years  later. 

Cowan:    What  was  it  doing  for  you? 

Sygall:   I  don't  know.   I  think  I  was  [chuckling]  having  a  good  time.   I 

was  just  doing  all  the  things  that  I  used  to  do.   I  used  to  ride; 
I  was  doing  riding.   I  used  to  ski;  we  helped  organize  a  program 
that  was  doing  skiing.   I  was  a  dancer;  I  was  now  back  again  in  a 
modern  dance  class.   I  think  I  was  just  getting  back  to  all  those 
things  that  I  was  doing,  but  being  able  not  just  for  me  to  do  it 
but  being  able  to  do  it  with  other  people. 

Plus,  I  was  twenty-three.   It  was,  like,  amazing.   It  was 
that  beginning  of  having  an  idea  and  starting  something  and  having 
it  come  to  fruition. 


Cowan:    Which  activities  did  you  participate  in? 

Sygall:   I  think  Diane  and  I  pretty  much  did  everything.   I  went  with  the 

group  to  Yosemite,  I  was  in  the  dance  thing,  I  went  to  Harmon  Gym. 
There's  a  picture  of  me  with  those  rings,  doing  an  inverted  hang. 
I  was  doing  parallel  bars.   I  did  the  horseback  riding.   I  think  I 
was  in  the  swimming.   We  were  there  as  staff  and  leading  it,  but 
we  were  picking  things  that  I  liked  to  do,  that  Diane  liked  to  do, 
who  is  not  disabled.   There  wasn't  a  lot  of  arts  and  craftsy 
stuff.   I  wasn't  programming  stuff  that  I  didn't  think  you  really 
--there  had  to  be  a  reason  for  why  we  were  having  a  program. 

Cowan:    You  did  a  lot  of  tours.   You  went  to  Yosemite  and  Angel  Island. 

Sygall:   I  think  we  were  finding  out  what  was  accessible,  like  yes,  you  can 
get  on  the  ferry  and  here's  the  accessible  path.   We  also  gave 
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information  to  people  because  if  you  don't  want  to  go  with  us, 
great.   Here's  the  information.   Fine.   Go  by  yourself.   I  think 
Yosemite--what  do  people  do  in  Berkeley?  They  were  always  going 
camping  at  Yosemite,  so  we  found  where  you  could  go  camping  at 
Yosemite  and  plug  in  your  electric  wheelchair  because  that  was 
what's  important.   And  there  were  these  units  that  had  outlets, 
and  we'd  find  out  about  them,  and  go  and  everybody  would  plug 
their  chairs  in,  and  we  had  chairs.   Again,  just  doing  the  same 
stuff  that  everybody  else  was  doing  but  finding  ways  on  how  people 
who  needed  accessible  transportation  could  get  there. 

Cowan:   Was  this  giving  you  an  idea  of  what  you  wanted  to  do  after  you 
were  out  of  school? 

Sygall:   I  think  I  was  doing  what  I  was  wanting  to  do.   I  think  I  would 
have  continued  to  do  that  except  then  I  saw  a  little  ad  in  the 
Berkeley  paper  that  said,  "Be  an  ambassador  of  good  will.   All 
expenses  paid.   Apply  to  Rotary."   For  Rotary  scholarship.   I  saw 
that  ad,  and  I  said,  "Now,  that's  kind  of  fun."  And  I  applied, 
and  I  got  the  scholarship.   It  was  very  hard  because  I  was  co- 
director  of  a  program  with  Diane.   Things  were  great.   I  had  a 
boyfriend  at  the  time.   I  had  finished  school.   It  was  very  hard 
to  leave  because  everything  was  great,  but  someone  was  paying  my 
expenses  to  study  a  year  in  Australia.   I  mean,  it  was  an  amazing 
opportunity,  and  it  was  hard,  but  I  left  it  to  do  that.   And  then, 
I  think,  when  I  did  that  is  when  I  got  into  the  international 
thing,  and  then  that  segued  into  what  I'm  doing  now. 


Memories  of  GIL 


Cowan:    Before  we  leave  Berkeley-- 
Sygall:   The  504  sit-in.   That. 

Cowan:   Yes.   Let's  see  if  we  can  go  over  some  of  the  things  that  happened 
at  CIL.   You  were  not  working  for  CIL,  but  it  would  be  nice  to 
have  some  reflections  on  what  you  saw  going  on  while  you  were 
there. 

Sygall:   I  remember  someone  pulling  out  a  file  cabinet  and  saying--we  were 
in  somebody's  apartment,  and  they  said,  "This  is  the  CIL  cabinet. 
This  is  the  file  cabinet."   And  that  was  the  beginning  of  CIL.   It 
was  a  file  drawer.   I  don't  remember  whose  apartment,  but  I 
remember  someone  saying,  "this  is  CIL.   So  far  we've  got  this 
file."   I  just  remember  that  because  now,  all  these  years  later, 
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when  it's  such  a  worldwide  movement,  I  just  have  this  image  of 
this  file  cabinet,  a  file  cabinet  being  pulled  out. 

Cowan:  I  think  it  was  in  someone's  apartment  to  begin  with. 

Sygall:  Yes. 

Cowan:  Where  was  it  when  you  were  using  a  desk  there? 

Sygall:  It  was  at  Telegraph. 

Cowan:  On  Telegraph.   What  was  it  like?  What  was  the  building  like? 

Sygall:   I  don't  know.   It  was  with  the  glass  facing  Telegraph  Avenue.   I 
think  there  were  just  little  desks  side  by  side,  sort  of  an  open 
office.   There  was  a  big  room  in  the  back  where  they  had  a  meeting 
place,  and  there  were  some  offices  further  back,  and  there  were 
some  trailers  out  in  the  parking  lot  for  counseling. 

Cowan:    A  lot  of  people  working  there? 

Sygall:   There  were  a  lot  of  people  working  there.   The  phone  was  ringing 
off  the  hook,  there  were  zooms  of  electric  wheelchairs  buzzing 
around,  there  were  deaf  people,  there  were  blind  people.   I 
remember  there  was  one  special  section  with  housing  services  and 
there  was  deaf  services.   Then  there  were  the  transportation 
people,  people  calling  about  getting  rides  to  different  places. 
It  was  a  whirlwind  of  disabled  people  just  buzzing  all  over  the 
place.   It  was  very  high  energy  and  a  very  sort  of  in-your-face 
kind  of  attitude  that  everyone  had. 


Cowan:    So  there  was  a  whirlwind  of  activity  at  CIL? 

Sygall:   Yes. 

Cowan:    Do  you  remember  who  the  director  was? 

Sygall:   I  remember  Phil  Draper  was  for  a  while.   I  know  that  Judy  Heumann 
was  around,  and  Ed  was  around.   John  Hessler,  I  think,  was  at  the 
Disabled  Students  Program  with  Zona  Roberts.   I  remember, 
obviously,  the  people  at  the  Disabled  Students  Program,  from  being 
a  student.   I  remember  Greg  Sanders.   I  remember  the  advocacy.   I 
remember  Michael  Williams  being  around,  and  Peter  Trier.   Frank 
Voisey  was  in  transportation.   Hale  Zukas  was  working  on  curb 
cuts.   Bobby  LaNoue  was  an  assistant. 

Cowan:    Did  they  offer  you  a  space,  or  did  you  come  to  them  for  space? 
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Sygall:   I  don't  remember.   My  guess  is  that  we  went  to  them  and  asked  them 
for  space.   I  don't  think  recreation  was  their  thing,  and 
rightfully  so.   They  were  dealing  with  advocacy.   My  guess  is  that 
we  needed  it,  and  we  went  to  them,  and  they  said,  "Sure,  have  a 
desk.   Do  this."  They  knew  it  was  important.   I  think  that's  what 
it  was.   I  think  they  were  very  supportive  of  it.   I  don't 
remember  any  conflicts.   I  have  no  negative  thing.   I  don't 
remember  any  negative  run-in  with  CIL  at  all,  so  it  must  have  been 
a  very  complementary  relationship. 

Ken  Stein  was  doing  the  newsletter.   I  still  see  him 
sometimes.   He  was  good.  We  had  a  huge  article  in  the  CIL 
newsletter,  with  Diane  and  me  on  the  cover.   It  was  very 
supportive.   It  was  very,  very  positive.   I  cannot  remember  one 
negative  thing.   It  was  just  a  very  positive  relationship. 


The  Section  504  Sit-in 


Cowan:    Were  you  involved  in  any  of  the  political  activities? 

Sygall:   The  main  one  I  remember—because  I  was  mostly  a  student  during 
that  time,  but  I  was  at  the  504.   I  was  in  the  building  for  the 
504. 

Cowan:    Tell  me  how  that  all  started  up. 

Sygall:   I  remember  the  504  demonstration,  the  whole  thing  with  [Secretary 
of  Health,  Education  and  Welfare  Joseph  A.]  Califano  [Jr.].   The 
law  was  passed,  but  Califano  didn't  sign  the  regulations.   I 
remember  we  went  into  the  building,  and  people  said  fine,  and  they 
assumed  that  at  five  o'clock  that  we  would  all  leave.   I  remember 
when  five  o'clock  came  and  we  all  said  that  we're  not  leaving,  we 
locked  our  wheelchairs,  and  the  staff  people  started  just  filing 
out . 


And  I  remember  as  the  days  progressed,  it  got  more 
organized.   There  was  a  publicity  committee  that  dealt  with  the 
news,  and  there  was  the  attendant  committee  that  helped  people 
with  an  attendant,  and  there  was  a  medical  supply  committee.   I 
remember  there  were  all  these  different  committees.   I  remember 
people  taking  over  somebody's  office,  and  Judy  Heumann  being 
there,  in  some  fancy  person's  office,  and  people  were  all  around, 
talking  on  the  phone,  talking  about  the  other  cities  that  were 
having  problems  because  they'd  get  cut  off  from  food.   I  remember 
that  McDonald's  and  the  Black  Panthers  both  were  donating  food. 
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Cowan:  Who  got  you  there  to  begin  with? 

Sygall:  You  mean  why  did  I  go  there? 

Cowan:  Yes. 

Sygall:  I  think  it  was  because  it  was  our  issue. 

Cowan:   Was  it  a  group  that  left  from  Berkeley  and  went,  or  did  you  go  by 
yourself? 

Sygall:  I  remember  just  saying,  "those  who  want  to  go,  meet."  For  me,  I 
just  remember  saying,  "Oh,  yeah,  I'm  going  to  do  this  thing"  and 
being  there. 

Cowan:    Did  anybody  stand  out  as  a  leader? 

Sygall:   I  think  Judy  Heumann  was  a  leader.   I'm  not  sure  I  was  there  for 
the  entire  whole  time.   I  don't  remember  marching  out  when  I  see 
the  video  of  people  marching  out  at  the  end.   So  I  think  I  was 
there  for  a  few  weeks,  not  necessarily  the  whole  time. 

I  remember  people  lying  all  over  the  floors  and  sleeping 
bags.   The  one  memory  I  have—because  at  the  time  that  I  was 
inside  the  building,  right  before  I  went  in,  I  had  gotten  a  letter 
from  the  Rotary,  saying  that  I  was  a  finalist  for  the  scholarship 
but  I  absolutely  had  to  be  at  an  interview,  and  the  interview  was 
a  few  days  into  the  middle  of  the  demonstration.   I  remember  being 
in  there  —  and  we  hadn't  showered  and  bathed  in  days  because  there 
was  no  water,  really,  or  anything.  And  I  remember  thinking,  Now 
what  do  I  do?   I  don't  want  to  leave  the  demonstration,  but  if  I 
don't  show  up  for  this  interview,  I  am  out.   And  that  was  a  hard 
decision. 

I  think  I  offered  to  do  a  medical  supply  run  because  if  you 
did  a  medical  supply  run  you  could  leave  the  building  and  come 
back  in.   That  was  the  only  way  you  could  leave  and  come  back,  if 
you  picked  up  catheters  and  all  that  kind  of  stuff.   I  remember  I 
got  the  medical  supply,  got  permission,  got  all  the  things  I  had 
to  pick  up.   I  went  to  my  apartment  on  Spruce  Street,  I  jumped 
into  the  shower,  I  put  on  nicer  clothes,  I  drove  to  my  Rotary 
interview,  I  came  into  this  room  with,  like,  twenty  guys,  and  I 
did  this  whole  Rotary  intense  interview.   I  didn't  say  I  just  left 
a  huge  demonstration!   I  did  the  interview,  I  popped  back  in  my 
van,  I  drove  back  to  Berkeley  to  pick  up  the  medical  supplies 
thing,  and  I  went  back  into  the  demonstration  again. 

Cowan:    That's  an  amazing  story. 
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Sygall:   Yes,  it  was  kind  of  wild.   But  it  was  a  great  way  for  me  because  I 
was  really  torn,  and  it  enabled  me  to  do  both. 

Cowan:   Were  there  any  other  political  demonstrations  or  protests  or  sit- 
ins  that  you  were  involved  in? 

Sygall:   I'm  trying  to  think  in  Berkeley.   I  think  there  was  something  with 
Michael  Pachovas  and  a  problem  with  a  record  store.   I  think  they 
tried  to  throw  him  out  of  the  record  store  for  some  reason--his 
wheelchair  was  too  big  or  whatever.   And  he  wanted  a  whole  bunch 
of  people  to  go  in  wheelchairs  in  this  store.   I  remember  isolated 
smaller,  little  actions  that  people  did. 

But  I  think  504  was  the  big  one  that  I  remember.   And  it 
was.   I  think  it  felt  like  something  historic  was  happening. 
They'd  turn  the  TV  on,  and  they'd  see  it  on  the  national  news  —  see 
the  people  talking  about  it  in  the  news.   I  remember  hearing  that 
there  were  groups  outside  that  were  supporting  the  demonstration. 

Cowan:    A  contingent  went  to  Washington. 

Sygall:   Right.   And  in  Washington  there  was  a  candlelight  vigil  around 
somebody '  s--what '  s  his  name's  house  —  Calif  ano,  probably. 

Cowan:    Yes. 

Sygall:   And  I  do  remember  thinking  about  the  significance.   I  think  people 
really  understood  that  this  was  a  huge  moment.   It  was  a  turning 
point  in  the  disability  movement. 

Cowan:   Why  do  you  think  that? 

Sygall:   I  think  it  was  because  the  whole  joke  about  the  first  time  they 

thought  of  trying  to  remove  the  disabled  people  from  the  building, 
but  the  police  had  no  idea  how  to  physically  remove  anyone.   Jails 
were  inaccessible,  and  the  paddy  wagons,  whatever,  didn't  have 
lifts.   I  think  people  never  thought  that  disabled  people  would  do 
civil  disobedience.   People  never  thought  disabled  people  would 
organize  cross-disability-wise.   I  think  it  was  the  first  time 
people  organized  politically  using  cross-disability  coalitions  and 
did  civil  disobedience.   I  think  the  fact  that  disabled  people 
were  being  militant  in  a  peaceful  way  was  the  first  time  in  the 
world  history,  literally  in  the  world  history.   Maybe  it  isn't, 
but  if  there  is  I  don't  know  what  else  it  is. 

And  I  think  that  changed  how  disabled  people  around  the 
world  see  themselves,  and  it  also  put  a  stamp  on  seeing  the 
disability  movement  as  a  civil  rights  movement.   It  just  separated 
itself—because  the  path  of  civil  disobedience  was  the  path  of  the 


civil  rights  movement,  and  so  I  think  that  disabled  people  had  a 
new  identity. 


Reflections  on  Independent  Living,,  Berkeley,  and  CIL 


Cowan:    Were  you  aware  of  that  at  all  while  you  were  at  Berkeley,  that 

things  were  changing  from  a  medical  model  to  an  independent  living 
and  civil  rights  model? 

Sygall:   Yes.   I  have  been  reading  some  old  CIL  newsletters,  and  I  see  over 
and  over  people  saying,  "This  is  not  therapeutic.   This  is 
disabled  people  being  the  experts  of  our  own  needs.   This  is 
removing  the  barriers."   I  think  for  whatever  reason,  lots  of 
disabled  people  had  this  thought  all  at  the  same  time,  or  each  one 
had  seeds  of  the  thought  and  were  fired  up  by  other  people  having 
the  same  seeds. 

What  was  happening  in  the  recreation  part,  for  me,  was  the 
same  philosophy  as  what  was  going  on  for  CIL  and  was  the  same  talk 
that  was  going  on  in  disabled  women's  group.   Maybe  it  was  that 
for  the  first  time,  a  group  of  disabled  people  —  there  were  enough 
of  us  in  close  proximity  that  we  could  talk,  and  there  were  enough 
people  who  had  these  seeds.   My  seeds  might  have  been  from  growing 
up  nondisabled,  like,  "Give  me  a  break!   You've  got  to  be  kidding 
if  you  think  I'm  going  to  be  treated  like  this." 

Other  people- -the  Ed  Roberts  and  the  Judys,  who  had 
different  personal  experiences—had  their  reasons  why.   But  all 
these  people,  I  think,  had  seeds  of  these  thoughts.   And  so  I 
think  it  built.   And  then  there  was  success.   They  got  something 
passed  by  the  city  council,  they  got  this  victory,  and  when  you 
have  one  or  two  victories,  I  think,  victories  then  built  on 
victories . 

Cowan:    Why  do  you  think  it  was  that  Berkeley  was  so  receptive  to  this? 

Sygall:   Well,  I  think  it's  that  when  I  got  there,  they  had  a  Disabled 

Students  Program,  and  Ed  Roberts  was  there.   There  was  Cowell  and 
there  was,  like,  an  avenue  to  go  there  because  someone  was  there 
who  knew  about  disability.   A  disabled  person  helped  you  figure 
out  how  you  were  going  to  go  to  university. 

It  was  done  differently.   When  I  went  to  NYU,  I  was  talking 
to  nondisabled  people  about  my  voc  rehab  counseling  and  the  rehab 
center  about  going  there.  When  I  was  in  Berkeley,  it  was  John 
Hessler.   Even  the  nondisabled  people  had  a  different  attitude.   I 


think  that--and  again,  whether  it  was  Hale  Zukas  or  whoever  was 
working  on  the  curb  cuts  so  people  could  get  around- -you  weren't 
faced  with  going  on  the  subway  in  New  York.   I  think  the  weather 
was  better,  that  people  didn't  have  to  stay  in  their  homes.   I 
think  it  was  probably  all  those  reasons. 

Cowan:   Do  you  think  that  people  like  Ed  Roberts  and  John--Ed,  especially 
--helped  to  make  CIL  and  the  Berkeley  movement  really  famous? 

Sygall:   Urn-- 

Cowan:   Were  they  sort  of  media  attractions? 

Sygall:   Well,  I  think  having  people  like  Ed--because  his  disability  was 

such  that  you  couldn't  say,  well,  he's  not  that  disabled.   I  think 
it  was  like  if  he  could  do  it,  how  could  you  not  do  it?   It 
challenged  everybody's  perception  of  what  somebody  could  do,  and  I 
think  that  in  itself  had  a  very  dramatic  impact.   Judy  was  so 
forceful.   And  there  were  other  people,  too,  who  did  it  in  quieter 
ways,  whether  it  was  the  John  Hesslers  and  the  Phil  Drapers,  who 
had  more  quiet  personalities,  but  they  were  making  things  happen 
in  the  background.   I'm  always  hesitant  to  put  it  to  one  or  two 
people.   I  think  it  really  was  a  whole  cadre  of  people. 

Cowan:    Would  you  say  that  CIL  was  pretty  successful  in  its  mission? 

Sygall:   As  I  was  reading  those  old  CIL  newsletters  —  there '  s  a  lot  of 

inside  bickering  going  on  in  that  place!   "I'm  leaving  CIL,  and 
I'm  sick  of  being  called  a  white  able-bodied  person."   I  wasn't  in 
the  CIL  structure  that  had  to  deal  with  it.   But  I  think  in  terms 
of  changing  the  paradigm  of  service  delivery,  it  was  successful. 
From  a  historical  perspective,  it  doesn't  really  matter  that  they 
messed  up  their  budget  and  they  ran  into  debt  and  there  was 
bickering,  and  maybe  it  wasn't  the  best  run  place. 

What  it  did  was  it  changed  the  paradigm  of  how  services  are 
delivered,  and  it  changed  the  paradigm  of  who  makes  decisions 
about  how  services  are  delivered  to  disabled  people,  and  it 
changed  the  paradigm  about  disabled  people  having  control.   And 
that,  I  think,  it  did  for  the  world.   Not  to  say  similar  things 
weren't  happening  in  other  parts  of  the  world,  but  I  think  for 
sure  it  was  one  of  the  first  places  that  that  happened. 

Cowan:   Do  you  have  any  special  stories  or  things  that  you  remember  about 
CIL  that  you  wanted  to  say? 

Sygall:   CIL  story.   I  think  I  have  more  flashbacks  of  the  variety  of 
people  of  this  and  that.   There  was  a  guy  named  Dale,  who  was 
deaf,  who  was  also  quadriplegic.   It  was  such  a  cadre  of  so  many 
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different  personalities  and  so  many  different  people.   I'm  not 
sure  I'm  getting  one  particular  story.   Maybe  next  time. 


Well,  you  have  finished  up  at  school, 
environmental  studies-- 


You  graduated  in  the 


Conservation.   I  did  give  the  graduation  speech. 
You  did?!   What  was  that  on? 

Hell  if  I  know.   Because  I  was  taking  all  these  independent 
majors,  I  graduated  with  a  very  high  GPA,  and  I  was  a 
salutatorian.   I  gave  the  graduation  speech,  which  was  nice  for 
me.   I  remember  because  I  had  my  gown  on  and  my  cap,  and  I  had  my 
cut-off  jeans  underneath  it  [chuckling].   When  the  wind  blew,  you 
could  see  I  just  had  cut-off  jeans  and  knee  socks.   But  I  just 
remember  it  was  nice.   I  remember  my  parents  were  there,  and  it 
was  a  nice  thing  for  me  to  be  able  to  do  for  them. 


When  you  graduated,  what  were  you  thinking  was  next? 
encountered  the  Rotary  scholarship  possibility  yet. 


You  hadn't 


I  think  I  just  was  continuing  doing  BORP,  but  I  don't  know.   I 
read  about  it  while  I  was  a  student.   I'm  not  sure  I  already  knew 
I  was  going  there  or  not.   Once  you  get  accepted,  it's  almost  a 
year's  wait  to  even  go,  so  I  might  have  already  known  that  I  was 
going  to  go  by  the  time  I  graduated.   But  I  think  while  I  was 
doing  BORP  I  was  very  happy  doing  BORP,  and  the  only  thing  that 
changed  that  was  getting  this  scholarship. 

Did  you  notice  that  things  were  easily  created  at  CIL-- 
organizations,  groups?   I  saw  there  was  one  called  BOLD  [Blind 
Outdoor  Leisure  Development] .   Did  you  feel  that  people  could  just 
think  of  something  and  get  it  off  the  ground  pretty  easily  with 
CIL  support? 

I  think  they  could  if  they  got  funding.   If  CIL  had  vans  they 
could  use,  they  lent  it.   I  think,  because  CIL  was  struggling 
financially,  I  don't  think  they  would  be  there  to  say,  Oh  sure, 
we'll  help  you  get  something  funded.   But  if  you  got  an  idea  and 
got  it  funded,  I  think  they  were  very  open  to  giving  desk  space. 
And  it  seems  it  kept  growing.  Then  it  was  housing,  and  it  was 
transportation,  and  then  they  moved  in  with  blind  services,  and 
then  it  was  deaf  services,  then  it  was  parents  of  kids  with 
disabilities,  then  there  was  counseling.   It  seemed  that  as  they 
realized  what  people  wanted  to  do,  they  kept  expanding  to 
incorporate  all  the  different  things. 
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Cowan:    I  would  think  that  was  a  terribly  positive  thing  to  have  office 

space  when  you  were  just  trying  to  get  off  the  ground  and  funding 
was  always  limited. 

Sygall:   Right.   And  not  only  just  desk  space  but  the  fact  that  every 

single  person  who  was  coming  in  for  CIL  services  saw  nine  thousand 
BORP  brochures,  so  they  could  be  talking  to  housing  and  saying, 
"Well,  I'm  really  bored  in  housing,"  and  the  housing  people  might 
say,  "Why  don't  you  talk  to  BORP?  That's  extension  48."   I  mean, 
I  don't  think  we  would  have  been  as  successful  if  we  were  not  in 
the  midst  of  all  that.   And  having  the  vans  with  the  lifts,  and  we 
used  the  CIL  drivers.   There's  no  way  that  BORP  would  have  been 
what  it  was  without  CIL.   We  were  physically  and  philosophically 
just  so  connected. 

Cowan:    Was  there  a  reason  why  the  Disabled  Women's  Coalition  and  BORP  was 
cofounded?   Did  you  really  want  to  have  a  partner  to  help  you 
start  that  off? 


Sygall:   Yes,  I  think,  because  Disabled  Women's  was  cofounded  and  BORP  was 
cofounded  with  Diane,  and  the  other  organizations  I  founded--my 
Mobility  International,  was  also  cofounded  with  another  woman.   I 
think  I  just  tend  to  like  working  with  other  people. 

Cowan:    I  think  we  can  finish  up  this  session  as  you're  getting  ready  to 
leave  Berkeley  for  Australia.   Do  you  have  any  reflections  on 
Berkeley  as  you  were  packing  up  your  bags? 

Sygall:   Again,  just  the  thing  that  was  hard  was—everything  was  great.   I 
mean,  for  me,  it  was  wonderful  to  have  this  organization,  and  BORP 
was  doing  well. 

Cowan:    The  Disabled  Women's  Coalition- - 

Sygall:   Disabled  Women,  I  think,  was  always  like  a  little  offshoot.   It 
wasn't  like  a  funded  organization.   It  was  more  like  a  nonfunded 
group.   At  the  time  I  actually  had  met  a  guy  named  Rod  Hart,  who 
was  paraplegic,  who  worked  at  wheelchair  repair.   I  met  him  at 
CIL.   You  know,  everything  was  great.   So  when  I  left,  I  was  off 
to  a  new  adventure,  but  it  was  hard  to  leave. 

I  remember  I  went  from  Berkeley  to  Brisbane.   I  was  in 
culture  shock  because  Berkeley  was  the  left  of  the  left.   The 
criminology  school  was  doing  great  things.   Everything  was  great. 
Brisbane  was  a  very  conservative  university.   I  had  a  big 
adjustment  with  how  they  taught  at  Brisbane  and  the  students  and 
the  attitudes  of  the  people  and  the  racist  and  sexist  and  anti- 
Semitic  jokes.   I  mean,  Australia  is  just  a  very  different 


society.   I  joined  the  wheelchair  basketball  team--l  eventually 
had  a  good  time,  but  the  transition  was  a  very  big  culture  shock. 

Cowan:    I  recall  another  thing  I  meant  to  ask  you  was  about  the  sports 
teams  and  competitive  teams  that  came  to  Berkeley.   Did  you 
organize  that?  The  wheelchair  basketball  came  from  the  University 
of  Oregon.   Was  it  BORP  that  brought  them  down  or  was  it  the 
university  that  brought  them  down? 

Sygall:   1  think  we  had  a  fundraiser.   I  think  we  were  trying  to  raise  the 
awareness  of  wheelchair  basketball,  and  I  think  we  may  have 
invited  them  to  come--but  I  think  the  Disabled  Students'  Union 
also  was  involved.   I  think  there  might  have  been  a  few  different 
things.   I  was  involved  with  starting  a  women's  basketball  team 
called  the  Tidal  Waves  while  I  was  at  Berkeley.  And  when  I  went 
to  Oregon  we  started  another  women's  wheelchair  basketball  team 
called  the  Shooting  Stars. 

When  I  was  a  student,  we  tried  to  get  the  disabled  kids  at 
schools  to  do  sports.   We  did  some  fundraising  so  they  could 
compete  at  some  games,  just  so  they  could  see  there  was  a  whole 
world  of  athletics--that  they'd  know  there  was  that  whole  part  of 
it.   It  was  fun. 


Cowan: 
Sygall: 


I  was  thinking,  too,  like  just  taking  all  those  regular  P.E. 
classes—me  and  Patty  Overland  showed  up  at  regular  fencing,  and 
we  fenced  in  our  chairs.   We  were  just  sort  of  infiltrating  all 
the  regular  P.E.  classes,  I  think,  at  the  same  time.   That  was 
really  fun. 

Was  there  resistance  from  the  other  students? 

No.   In  fencing  class--Patty  had  fenced  before,  and  the  teacher 
liked  her  and  spent  a  lot  of  time  with  us.   After  he  taught 
everyone  the  fancy  footwork,  he'd  come  and  show  us  how  we  could  do 
it  in  our  chairs . 


When  I  took  gymnastics,  I  think  I  had  a  one-on-one 
instructor  to  help.   In  the  men's  gymnastics  there  was  a  whole 
bunch  of  guys  doing  men's  gymnastics,  and  I'd  come  in  in  my  little 
leotards  and  tights  and  knee  socks  [chuckling].   I  don't  know  what 
they  all  thought.   But  I  don't  remember  having  any  fights.   I 
think  we  had  a  deal  with  the  university  to  get  credit  so  that  we 
could  get  volunteers  to  help  if  people  wanted  it. 

We  wanted  to  get  away  from  they  were  just  being  nice  and 
volunteered.   They  were  getting  credit.   If  they  didn't  show  up, 
it  was  their  butt,  you  know,  for  their  grade.   But  I'm  a  very 


overly  optimistic  person,  so  there's  probably  a  lot  of  negative 
stuff  that  I  don't  remember  that  happened. 

Cowan:   You  just  didn't  notice. 

Sygall:   Or  I  did  notice  and  I  have  selective  retention  [chuckling],  if 
that's  possible. 


Strong  Influence  of  Travel  and  Backpacking  ## 


Cowan:    Susan,  before  we  leave  Berkeley  and  go  on  to  your  time  in 

Australia,  is  there  anything  you  want  to  finish  up  with  before  we 
go? 

Sygall:   I  was  thinking  that  one  of  the  things  I  did  before  I  left  Berkeley 
is  after  having  done  BORP,  I  think  I  had  a  little  bit  of  a  break, 
and  I  wanted  to  go  for  four  months  —  actually,  with  another  friend, 
Rod  Hart,  who  was  also  in  a  chair  and  was  also  a  student.   We 
wanted  to  see  what  recreation  and  sport  programs  were  doing  in 
other  countries,  and  so  we  set  off  for  four  months.   We  just  stuck 
backpacks  on  the  wheelchairs,  and  we  went  to  France  and  Wales  and 
Switzerland  and  Israel  and  all  over  Ireland,  all  over  Europe. 

The  thing  that  I  think  stands  out  for  me  is  I  saw  bits  and 
pieces  of  the  disability  movement  that  were  happening  already  in 
other  countries.   For  instance,  in  Sweden  we  saw  that  disabled 
kids  were  already  being  integrated  in  regular  schools,  which  at 
that  time  was  before  we  were  doing  it.   We  saw  types  of  ice  hockey 
and  sports  run  for  disabled  people,  like  skiing,  in  places  like 
Norway. 

We  did  crazy  things.   We  went  to  the  top  of  the  Acropolis 
[Greece]  and  we  went  to  the  top  of  Masada  [Israel],  and  we  did  all 
these  amazing  things,  both  of  us  in  chairs.   But  the  main  thing  I 
began  to  realize  is  everywhere  we  went,  as  much  as  possible  we  met 
with  disabled  people.   We  slept  in  schools  for  disabled  kids;  we 
met  with  other  wheelchair  basketball  teams;  if  we  met  a  disabled 
person  in  the  street,  we  started  talking  to  them. 

I  think  it  was  on  that  trip  that  I  started  getting  the 
thought  of  how  disabled  people  are  really  part  of  a  world  family 
and  that  you  could  literally  travel  around  the  world  and  bump  into 
people  who  took  you  in  and  a  lot  of  times  it  felt  as  though  they 
were  your  relatives.   I  think  it's  that  solidarity  that  we  began 
experiencing  on  that  trip  that  made  an  impression  on  things  that 
were  going  to  come  later. 
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Cowan:    That  sounds  like  a  fantastic  trip.   Did  you  have  that  in  mind  when 
you  left,  to  speak  to  every  disabled  person? 

Sygall:   I  think  because  we  wanted  to  see  what  other  people  were  doing  in 
terms  of  sports.   I'm  not  sure  we  realized  how  many  people  we 
would  meet.   There  was,  like,  an  instant  camaraderie.   There  was 
also  sexism.   I  remember  going  once  and  I  don't  know  if  it  was 
Wales,  maybe  a  wheelchair  basketball  team,  and  even  though  I  was  a 
good  basketball  player,  they  just  weren't  going  to  let  me  play, 
but  the  guy  that  I  was  with  got  to  play. 

Even  though  I  was  the  founder  and  the  director  of  a 
recreation  and  sports  program  serving  over  a  hundred  people  a 
week,  the  guy  who  I  was  with,  Rod,  who  was  very  nice,  was  a 
student.   I  mean,  he  was  also  on  our  board,  but  all  the  questions 
about  who  he  was  and  what  he  was  doing  went  directly  to  him.   It 
was  like  I  was  just  the  girl  going  with  him.   So  leaving  Berkeley 
really  sort  of  made  me  see  how  the  roles  of  men  and  women,  if  you 
were  disabled  or  not,  were  just  the  same  all  over  the  world. 

Having  two  people  in  chairs  travel  was  also  a  real 
interesting  experience.   People  were  not  used  to  it.   There  was 
still  discrimination,  like  we  tried  to  get  into  a  restaurant  in 
Paris  and  it  was  pouring  rain,  and  we  thought  we'd  go  in  and  get 
whatever,  hot  chocolate,  and  the  people  basically  told  us  we 
couldn't  go  in  because  they  didn't  want  two  people  in  wheelchairs. 
Took  up  too  much  room. 

And  we  wanted  to  get  tickets  to  go  to  the  National  Theatre 
in  England,  which  has  a  huge  accessible  bathroom,  and  you  get  free 
tickets  if  you're  disabled.   The  bathroom  is  the  size  of  an 
apartment,  but  if  you're  two  people  disabled  together  you  couldn't 
go  without  a  nondisabled  chaperon.   How  frustrating  that  was. 
Either  we  had  to  yell  and  scream  and  try  to  get  in,  or  ask  some 
person  who  was  on  line  if  they  would  just  pretend  they  were  with 
us,  which  I  thought  was  very  humiliating  and  just  ridiculous.   And 
the  ironic  thing  was  we'd  go  to  another  Shakespearean  play  which, 
because  it  was  in  a  very,  very  old  building,  was  up  maybe  thirty 
steps,  and  yet  people  there  said,  "Look,  it's  an  old  building. 
We'll  help  you  up."   In  some  ways,  as  weird  as  it  sounds,  that  was 
better  than  being  told  in  an  accessible  place  that  we  were  a  fire 
hazard  and  needed  a  chaperon. 

So  there  were  those  kind  of  strange  things:  having 
accessible  bathrooms  on  a  level  of  the  street  and  the 
nonaccessible  bathrooms  down  a  flight  of  steps,  which  was  fine 
except  accessible  bathrooms  were  kept  locked  and  the  key  was  down 
the  flight  of  steps.   So  when  we're  talking  about  paradigms,  the 
paradigm  for  services  in  Europe,  and  I  think  to  a  large  degree  is 
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still  true,  they  do  services  for  disabled  people  in  more  medical 
models  such  that,  obviously,  a  disabled  person  would  not  be  going 
to  theater  by  themselves  or  be  traveling  on  the  street  by 
themselves.   And  that  was  shocking  after  being  in  Berkeley.   In 
some  ways  places  like  England  have  frustrated  me  more  than 
traveling  in  more  inaccessible  places  because  it's  such  a 
paternalistic  kind  of  attitude. 

So  that's  all  I  wanted  to  say  about  that. 

Cowan:    Well,  it  does  bring  up  a  couple  of  points.   One  of  them  is  on 
discrimination.   What  do  you  think  about  the  differences  in 
discrimination  between  being  discriminated  against  because  you 
have  a  disability  and  being  discriminated  against  because  you're  a 
woman? 

Sygall:   I  think  having  preconceived  notions  of  what  people  can  do  happens 
both  if  you're  disabled,  and  if  you're  a  woman.   What  I  was  saying 
in  the  Disabled  Women's  thing  is,  Well,  we're  double  discriminated 
against  because  we're  disabled  and  women.   I  remember  I  once  heard 
Dr.  [Betty]  Shabazz  speak,  who  is  the  wife  of  Malcolm  X.   She  was 
saying  a  similar  paradigm  about  being  a  person  of  color  and  being 
a  woman.   She  said  she  was  so  tired  when  young,  black  women  would 
say  they  were  doubly  discriminated.   She  said,  Let's  turn  this 
paradigm  around.   Instead  of  talking  about  ourselves  as  having  a 
double  whammy,  two  negatives,  even  though  it's  true  that  we  get 
doubly  discriminated  against,  we  need  to  talk  about  how  great  it 
is  that  we're  black  and  how  great  it  is  that  we're  women,  and 
change  the  question  about  why  are  we  being  treated  like  that.   In 
some  ways,  it  sounds  like  semantics,  but  I  know  at  women's  things 
we  started  talking  that  way,  too,  that  we've  got  to  say  it's  great 
that  we're  women  and  it's  great  that  we're  disabled  women,  and 
change  the  way  how  we  even  perceive  it. 

I  think  the  other  thing  about  discrimination  that  I  have 
found,  and  it  began  maybe  in  the  early  days  of  the  Disabled 
Women's  Coalition,  is  to  talk  about  internalized  discrimination 
and  externalized  discrimination.   So  the  people  not  letting  you  in 
the  street  and  in  the  restaurants  and  the  segregated  schools  and 
all  those  things  are  an  external  discrimination.   But  later  on, 
when  I  was  running  leadership  programs,  I  saw  how  much  disabled 
people  bought  into  giving  themselves  lower  ideas,  lower 
expectations  of  what  they  can  do,  especially  in  other  countries. 
They  internalize  a  lot  of  discrimination,  especially  disabled 
women,  and  even  about  how  people  feel  about  themselves  physically, 
emotionally,  and  what  their  potential  is. 

And  even  when  disability  activists  would  go  out,  we  wouldn't 
say,  "Let's  go  to  a  really  good  restaurant,"  we'd  say,  "Let's  go 


to  a  really  good  accessible  restaurant."  And  we  realized  are  we 
just  going  to  go  to  the  best  accessible  restaurant,  or  do  we  want 
to  go  to  the  best  restaurant  here?  Which  one  do  we  do?   Do  we 
just  say,  "Well,  we  can  only  go  to  the  accessible  one?   No,  we're 
going  to  go  to  the  best  restaurant,  and  if  it's  not  accessible, 
we're  going  to  go  there  anyway  and  then  raise  hell." 

And  so  it  gets  into  lots  of  different  areas  on  different 
phases  of  internal  and  externalized  oppression.   I  think  it's  very 
similar  to  many  different  groups  that  are  oppressed,  but  I  think 
this  is  the  generation  of  the  disability  movement  that's  looking 
at  it. 

Cowan:    What  about  back  here? 
Sygall:   Berkeley? 

Cowan:    Between,  say,  Berkeley  and  New  York?   What  would  you  say  the 

differences  were  in  terms  of  discrimination  in  both  sexism  and 
discrimination? 

Sygall:   I  think  from  what  I  can  remember  from  the  early  days  of  Berkeley, 
there  was  more  than—it's  like  the  Michael  Pachovas  story, 
whatever,  if  someone  got  thrown  out  of  a  record  store,  the  next 
day  they'd  call  all  their  friends  and  march  in  there  and  someone 
would  be  calling  DREDF  or  whoever  and  filing  a  lawsuit.   I  think 
that  there  were  ways  of  dealing  with  the  external  oppression  and 
external  discrimination.   It  was  less  internalized.   It's,  like, 
it  happened;  you  react. 

I  think  also  the  image  that  comes  to  mind  that  probably  says 
everything—and  it  might  have  been  Hale  Zukas;  I  don't  know,  but 
someone  who  had  a  power  wheelchair.   On  the  back  of  the  wheelchair 
was  a  little  sign  that  said,  "I'm  Proud  to  be  a  Crip."   Now,  only 
in  Berkeley  would  you  ever  see  a  little  sign  on  the  back  of 
someone's  wheelchair  [chuckling]  that  says,  "I'm  Proud  to  be  a 
Crip."   I  think  if  there  was  a  thermometer  of  internalized 
oppression,  it  would  be  lowest  degree  in  Berkeley  because  there 
was  something  about  building  a  positive  community  and  self- 
identity  that,  at  least  from  my  knowledge,  wasn't  happening  in 
other  parts  of  the  U.S. 

Cowan:    What  did  you  bring  back  from  the  trip  to  Europe?   Did  you  come 

back  with  fresh  ideas  about  what  to  do  with  recreation  programs, 
or  inspire  you  to  help  mainstream  disabled  children  into  schools? 

Sygall:   I  think  there  was  the  knowledge  that  we  in  the  U.S.  are  not  the 
head  of  everything.   The  Swedish  kids,  the  disabled  kids,  I 
remember,  were  in  the  regular  schools  and  I  was  still  working  in 
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programs  that  were  segregated  schools.   I  saw  some  of  the  P.E. 
programs  where  the  disabled  kid,  significantly  disabled  kids  were 
in  a  P.E.  class  and  the  teacher  was  saying,  "It's  not  so  much  what 
activity  this  kid  does;  it's  that  the  kid  tells  us  what  they  want 
to  do,"  and  that's  the  most  important  part  of  the  activity  because 
the  kid  is  taking  control  of  his  environment  and  telling  us  what 
he  wants  to  do  or  she  wants  to  do.   Again,  if  you  look  at  it 
paradigm-wise,  I  think  they  were  way  ahead  of  us.   Our  adaptive 
P.E.  teachers  were,  like,  describing,  You  need  to  do  this  exercise 
and  that  exercise.   They  were  beyond  the  therapeutic  model  there. 

In  places  like  Denmark,  they  had  recognized  the  need  for 
couples  or  families  who  wanted  to  go  on  vacation,  that  if  the 
family  or  couple  needed  an  attendant,  that  the  spouse  or  their 
parent  shouldn't  have  to  be  an  attendant  for  someone  on  a 
vacation;  that's  not  the  role.   And  the  government  actually  paid-- 
you  could  get  money  for  attendants  to  go  when  you  went  on  a  two- 
week  vacation,  so  the  family  who  had  a  disabled  kid  or  wife  had  a 
break. 

I  mean,  they  had  some  things  —  this  is,  like,  in  the 
seventies  —  that  were  way  ahead  of  our  thinking.   On  the  other 
hand,  there  was  also  the  story  about  England,  where  they  were  so 
behind.   Even  the  arguments  that  we  got  into  there,  visiting 
services  for  disabled  people,  where  there  would  be  three  steps, 
and  we  started  yelling  and  screaming  in  true  Berkeley  fashion. 
You  know,  "How  can  you  have  three  steps?   Where's  the  ramp?"   And 
then,  like,  "Oh,  c'mon.   We'll  help  you  up  the  steps.   Everybody 
has  to  help  everybody."  That  kind  of  attitude. 

There's  a  big  movement  which  really  made  me  want  to  throw 
up:  these  recreation  programs  for  disabled  people  called  PHAB, 
Physically  Handicapped  Able  Bodied,  P-H-A-B. 

Cowan:    This  is  in  England. 

Sygall:   This  is  in  England.   Their  philosophy  was  let's  start  a  recreation 
program  for  disabled  people  where  we  will  invite  nondisabled 
people  to  come  so  everyone  will  be  equal.   Well,  it  wasn't.   It 
was  an  artificial,  back-door  integration  kind  of  thing.   And  not 
only  were  they  doing  it,  but  they  were  fostering  it  throughout 
Europe  as  the  way  to  get  disabled  people  to  have  friends. 

It  was  also  incredible  for  us,  just  to  have  a  chance  to 
travel  and  see  so  many  cultures  and  to  figure  out  how  to  do  it. 
We  stayed  in  a  lot  of  youth  hostels,  in  our  chairs,  and  things 
like  that. 
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Cowan:    So  that  when  you  got  home  you  were  pretty  satisfied,  you  felt  it 

was  a  good  learning  experience,  and  you  could  also  give  something? 

Sygall:   Yes.   And  also,  I  think  in  that  era  it  was  very  common  for  people 
in  college  and  universities  to  put  backpacks  on  and  go  to  Europe 
for  four  months.   That's  what  nondisabled  people  did,  and  you  did 
it  on  a  shoestring,  and  you  bought  bread  and  cheese  and  ate  it, 
and  you  slept  in  youth  hostels,  and  that's  what  you  did.   Again, 
disabled  people  usually  don't  think  of  doing  that.   I  think  it  was 
just  what  we  wanted  to  do,  and  that's  how  we  traveled.   People 
were  surprised. 

And  at  that  time,  too,  it  was  horrifying- -and  I'm  not  sure 
how  much  better  it  is  today—to  see  the  whole  international  youth 
hostel  movement  completely  oblivious  to  caring  about  building 
ramps  or  accessible  bathrooms  or  anything.   And  so  once  again, 
it's  like  this  constant  reminder  that  people  just  did  not  expect 
disabled  people  —  from  housing  to  transportation  to  access  to 
recreation  to  traveling  and  staying  in  a  youth  hostel  —  somehow  we 
weren't  in  it.   We  weren't  part  of  it. 

Yet,  now  it  seems  like  my  God,  it  would  have  been  so  easy 
for  people  to  have  a  different  paradigm.   What  is  it  that  makes 
people  design  a  world  and  a  system  to  be  so  exclusionary?   It  just 
doesn't  seem  like  it's  that  big  a  mental  leap  to  figure  this  out, 
and  yet  why  have  so  many  people  worked  so  hard  for  so  long?  We're 
a  bit  better,  but  we  have  a  long  ways  to  go.    Sometimes  it  just 
seems  so  incredibly  obvious,  it  seems  almost  amazing  that  we  have 
to  fight  for  such  incredible  things  that  are  just  doing  what 
everybody  else  is  trying  to  do.  And  so  it  becomes  an  irony  when 
you  step  back  and  you  look  at  it. 

Cowan:    Tiny  steps,  really,  that  shouldn't  be  so  difficult  to  fight  for. 
Sygall:   Exactly. 

Cowan:    That  also  reminds  me- -speaking  of  BORP— were  you  running  an 

exchange  program  at  all?  Were  students  coming  to  this  country? 

Sygall:   No,  this  was  really  domestic.   This  trip  to  Europe  began,  thinking 
about  other  stuff,  but  I  had  traveled  personally.   I  had  traveled 
to  Mexico  and  Guatemala  and  did  some  crazy  trips  on  my  own.  We 
hadn't  been  doing  real  international  programming  yet. 

Cowan:    Were  the  trips  to  Guatemala  and  Mexico  before  you  took  this  trip 
to  Europe? 

Sygall:   Yes. 
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Cowan:   What  was  your  very  first  trip  abroad? 

Sygall:   I  traveled  with  my  folks  before,  to  South  America  and  just  to  see 
family  and  some  other  people—but  my  first  trip  after  I  became 
disabled  was  to  Mexico,  with  my  friend  Rod,  who  is  also  a  para- 
he's  a  T4  para.   We  got  on  a  train  in  San  Francisco,  and  we  went 
for  thirty-five  hours  on  a  train  to  Mexicali.   I  remember  he  could 
not  leave  the  car  at  all  because  he's  a  complete  para  and  I  was 
able  to  at  least  maybe  get  up  and  walk  to  the  next  car;  that's 
about  it.   But  that's  thirty- five  hours  on  the  train. 

And  then  from  there  we  just  went  all  over  Mexico.   We  went 
to  Uxmal  and  Chichen-Itza  and  Puerto  Vallarta  and  Cancun.   He  had 
a  cushion  where  he  had  velcro  straps  so  he  wouldn't  get  pressure 
sores  when  he  was  on  his  butt.   We  took  local  buses.   We  just 
traveled  all  over  the  place.   I  had  never  done  it.   We  just  sort 
of  figured  it  out  step  by  step.   I  think  there  were  several  weeks 
in  Mexico. 

We  went  to  Guatemala  and  to  Trinidad,  and  did  the  same 
thing:  just  took  local  buses.   They  threw  our  wheelchairs  on  the 
top  of  the  buses,  with  the  chickens.   And  we  pushed  up  steep  roads 
and  hauled  up  steps.   Rod  was  injured  I  think  in  a  motorcycle 
accident  after  he  had  come  back  from  being  in  the  Vietnam  War.   I 
think  we  both  were  travelers.   We  liked  to  travel.   We  didn't  have 
a  lot  of  money,  and  we  just  kind  of  just  did  it. 

Cowan:    How  were  you  received  by  people  in  Mexico  or  Guatemala? 

Sygall:   I  think  a  lot,  a  lot  of  staring.   Again,  this  is  early  seventies. 
They  were  not  used  to  seeing  anyone  in  a  wheelchair,  and  now  saw 
two  people  in  wheelchairs.   I  remember  one  specific  story. 
Someone  in  Berkeley  knew  somebody  who  had  a  house  in  Puerto 
Vallarta  who  wasn't  using  it,  and  we  got  to  stay  for  two  weeks  in 
this  absolutely  gorgeous  place  for  free,  with  a  pool  and 
overlooking  the  ocean.   It  was  just  gorgeous.   That  was  very,  very 
nice. 


During  the  day  we  went  pushing  through  the  street.   I 
remember  there  was  a  very  old  woman,  dressed  all  in  black,  who  I 
could  tell  worked  hard  all  her  life  by  the  look  of  her  hands  and 
was  obviously  very  poor.   I  can  speak  some  Spanish,  and  she  looked 
at  both  of  us  and  she  touched  our  legs,  and  she  kept  looking  at 
them  and  touching  our  legs  and  saying,  "los  muertos,  los  muertos," 
which  in  Spanish  means  the  dead  ones,  the  dead  ones,  referring  to 
that  we  both  had  legs  that  were  dead.   She  had  tears  in  her  eyes. 
She  was  just  beside  herself.   I  tried  to  explain  in  Spanish,  "No, 
we're  really  fine.   We're  staying  in  this  gorgeous  house  in  Puerto 
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Vallarta  and  we're  swimming  every  day  and  we're  eating  fresh 
fish." 

Again,  it  was  just  the  irony.   These  people's  perception  was 
we  were  the  worst  of  what  fate  could  do,  and  the  irony  of  it  was 
that  we  were  having  the  time  of  our  lives.   That  was  a  very 
typical  reaction  of  what  it's  like  in  most  parts  of  the  world. 
But,  understandably,  from  her  eyes,  if  you  had  that  happen  to 
someone  in  your  family  in  Mexico,  at  that  point  in  the  early 
seventies,  your  life  was  not  looking  very  good  because  there  were 
not  many  opportunities  for  disabled  people  to  do  anything,  and 
your  life  would  be  very  isolated. 

Cowan:    Anything  scary  down  there?   Did  you  have  any  real  adventures? 
Sygall:   I'm  trying  to  think. 
Cowan:    Not  necessarily  scary. 

Sygall:   No,  I  don't  have  any  really  scary,  dangerous  things.   Rod  was  very 
proficient  in  his  chair  and  taught  me  how  to  jump  up  and  down 
curbs  and  all  that.   But  he  was  much  better  than  me  at  going  up 
escalators  and  down  escalators.   On  that  trip  through  Europe  and 
Denmark,  he  went  up  an  escalator  and  I  thought  I  knew  how  to  do 
it,  but  I  went  after  him  and  I  didn't  do  it  right,  and  I  fell 
backwards  down  an  escalator--in  Copenhagen.   This  is  funny  because 
this  is--I  don't  know—twenty  years  later  and  I  just  saw  him  a  few 
weeks  ago,  and  he  remembered  that  and  he  remembered  that  instead 
of  saying,  "Susan,  are  you  okay?   Are  you  hurt?",  he  said,  "You 
did  it  wrong." 

Cowan:    [chuckling] 

Sygall:  I  thought  the  thing  that  was  really  funny  was  twenty  years  later 
he  said,  "I  shouldn't  have  said  that,  should  I,  because  you  were 
really  mad."  But  I  didn't  get  hurt.  But  I  have  to  say:  I  don't 
do  escalators  now.  I  was  traumatized. 

Cowan:    When  I  was  in  Mexico,  riding  the  bus  was  plenty  scary,  just  by 
itself. 

Sygall:   Yes.   We  had  to  go  to  the  first  station  because  the  buses  were  so 
crowded.   Rod  was  a  very  smart  traveler.  We'd  go  find  where  the 
bus  originated  and  we'd  get  on  before  the  mobs  get  on.   We'd  have 
techniques  after  we  realized  we're  not  going  to  get  on  because  no 
one  is  going  to  let  us  get  on;  this  thing  is  mobbed.   And  so  we 
learned  a  lot  of  techniques,  how  to  do  it. 
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Cowan : 
Sygall; 
Cowan : 

Sygall: 


Cowan: 


Sygall: 


Cowan: 
Sygall: 


In  Guatemala  it  was  tense  because  there  were  no  tourists  in 
Guatemala  because  of  the  political  situation.   People  were 
carrying  around  loaded  guns  everywhere.   I  wasn't  used  to  that. 
So  I  think  that's  what  made  that  part  a  little  bit  touchy. 

Sure  sounds  like  you've  had  a  love  of  travel  for  a  long  time. 
Yes. 


Even  starting  with  your  parents, 
trip  that  you  took  with  them? 


Do  you  remember  the  earliest 


They  say  that  when  I  was  eighteen  months  [chuckling]  I  went  to 
Florida,  but  I  don't  remember  that.   The  first  trip,  when  I  was 
nine  or  so,  maybe  less.   I  was  probably  about  five  or  six.   My 
father  had  one  living  relative,  an  uncle,  who  lived  in  Bogota, 
Colombia.   I  remember  going  to  Bogota. 

Well,  one  more  question  along  those  lines.   You've  mentioned  going 
on  a  shoestring  several  times.   Do  you  still  travel  on  a 
shoestring? 

It  depends.   Now  when  I  go  for  work,  when  I'm  at  work- -it  depends. 
A  lot  of  times  I'm  not  in  youth  hostels  anymore.   It  depends  where 
I'm  traveling  from,  I'm  probably  more  in  hotels  rather  than  youth 
hostels.   But  I  don't  like  going  to  big  cities,  and  I  don't  go  to 
the  big  tourist  attractions.   I  always  tend  to  go  to  really  off- 
the-beat  little  places  and  find  small  places  to  live. 

What  I  do  a  lot  now  is  —  because  I've  traveled  so  much--is 
look  up  friends  and  friends  of  friends  and  stay  in  people's  homes. 
But,  still,  if  you  want  the  best  meal,  you  go  buy  some  bread  and 
cheese.   I  mean,  some  of  that  stuff  really  hasn't  changed.   And  I 
still  always  have  my  eyes  open  for  meeting  disabled  people  in  the 
street.   I  mean,  that  still  is  one  of  my  highlights. 

Would  you  say  there  are  benefits  to  traveling  on  a  shoestring? 

Yes.   I  think  there  are  in  terms  of  really  getting  to  know  the 
people,  really  being  with  like  travelers.   I  think  the  thing  that 
gets  harder  as  you  get  older  and  being  disabled  is  my 
accessibility  needs  are  probably  greater.   My  stamina  probably 
isn't  as  good.   I've  had  trips  where  I've  slept  in  train  stations 
and  sleeping  bags.   I'm  not  going  to  do  that  kind  of  stuff  anymore 
[chuckling]!   But  I  do  think  there's  a  whole  thing  about  traveling 
to  try  to  really  see  the  country,  and  then  there  are  other  times 
when  I  just  want  to  swim  and  snorkel  and  have  it  easy. 


The  other  thing  that  I  will  say,  and  I  think  it's  an  issue 
for  many  people  that  nobody  wants  to  talk  about.   Going  back  to 
the  earlier  bladder  stories,  one  of  the  liberating  things  that  I 
think  did  come  out  of  the  Disabled  Women's  Coalition  is—because 
most  bathrooms  are  not  accessible  anywhere--!  changed  my  attitude 
about  being  able  to  pee  anywhere.  As  my  friends  will  account,  I 
will  pee  anywhere,  anytime,  no  matter  what.   I  have  peed  next  to 
the  Eiffel  Tower  on  some  bushes;  I  have  peed  in  a  glacier  in  New 
Zealand;  I  can  be  in  the  middle  of  a  city  and  find  a  little 
incognito  place  and  go.   1  always  carry  an  extra  pair  of  pants  in 
my  backpack.   I  mean,  you  can't  have  a  disability—at  least  for 
me,  a  spinal  cord  injury—and  if  that's  going  to  worry  you,  you 
can't  travel;  it's  too  unpredictable.   I  think  it  takes  a  certain 
kind  of  liberation,  a  certain  kind  of  sense  of  humor,  not  to  get 
freaked  out  about  that  and  just,  realize  that's  just  part  of  who 
you  are. 

The  other  silly  thing  [chuckling]  is,  I  have  to  say,  I 
remember  more  where  I  peed  in  places  than  I  remember  what  museum  I 
went  to!   Because  usually  it's  a  very  strange,  bizarre,  surreal 
thing.   I  think  there  are  many  people  with  disabilities  who  have 
similar  problems  or  dealings  with  their  bodies  that,  because  their 
society  norm  is  what  we  should  do  and  shouldn't  do— prevent  them 
from  having  those  experiences.   When  it  makes  a  big  difference,  I 
can  get  into  a  bathroom  if  I  have  to.   But  if  someone  said,  "Why 
do  you  use  a  wheelchair?"   I  think  there  are  many  people  who  have 
trouble  walking  long  distances  and  don't  use  a  wheelchair  to 
travel  because  they  see  it  as  a  negative.   They  could  be  traveling 
all  over  the  world. 


Cowan: 
Sygall: 


So  I  think  there's  so  many  things  that  disabled  people  need 
to  not  buy  into,  what  the  nondisabled  world  has  said  what's  okay 
and  what's  not  okay.   The  whole  disability  movement  and  the  whole 
CIL  movement  and  the  whole  Berkeley  movement  was  the  disabled 
people  changing  the  paradigm.   To  me,  I  think  maybe  if  I  had  not 
been  to  Berkeley  and  had  all  the  experiences  that  I've  had,  I 
probably  would  not  be  doing  the  things  that  I'm  doing  today.   I 
think  it's  a  reflection  of  being  in  a  certain  environment  while  I 
was  in  very  formative  years. 

Were  you  at  Berkeley  when  you  took  your  first  trip  to  Mexico? 

Yes,  because  I  met  Rod,  who  worked  at  wheelchair  repair  at  CIL. 
When  I  was  in  New  York  University  in  my  first  year  and  I  crushed 
out  on  Mr.  Filmmaker  down  the  hall,  I  was  very  embarrassed  about 
my  bladder  problems.   I  never  told  him  or  most  people.   I  wore 
pads  and  I  didn't  tell  anybody.   I  mean,  I  just  thought  I  had  to 
hide  this  whole  part  of  who  I  was.   I  had  no  other  model  of  any 
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other  way  of  doing  it.   So  when  I  came  to  Berkeley,  I  joined  with 
other  people  who  were  just  turning  that  whole  concept  around. 

Cowan:   That's  really  important,  that  exchange  of  information,  as  you  did 
in  the  rap  groups,  when  people  just  talked  to  each  other  about  how 
it  was  for  them. 

II 

Sygall:   I  think  that  some  of  those  things  —  like  the  rap  groups,  the 

changing  of  paradigms,  this  reinventing  what  you  think  is  okay, 
what  you  think  you  can  do--are  things  that  I  learned  in  Berkeley. 
And  now  when  I  do  international  groups—we  always  have  a  women's 
night  in  our  exchange  programs.   Usually  it's  at  my  house  and  we 
have  women  from  all  over  the  world  —  and  I  think  whether  it's 
conscious  or  not,  I'm  trying  to  recreate  that  exchange  of 
information—just  about  women,  for  women,  by  disabled  women— that 
I  had  back  in  the  seventies.   The  women  from  Zambia,  Zimbabwe  and 
Bulgaria  and  England  and  Costa  Rica— wherever  they're  from—they 
usually  have  not  had  that  "feeling"  that  we  had  in  Berkeley,  and  I 
think  in  a  lot  of  the  programming  we're  trying  to  do  is  to 
recreate  those  kinds  of  experiences,  looking  back  and  seeing  how 
they  affected  me  at  whatever  age  I  was  when  I  had  them. 
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IV  AUSTRALIA,  1978 


Scholarship  to  University  of  Queensland 


Cowan:    That's  wonderful.   Your  summation  of  what  that  all  meant  to  you 

right  then.   So  you  got  the  scholarship  from  Rotary,  and  it  was  to 
study  where? 

Sygall:   The  University  of  Queensland  in  Brisbane,  Australia.   I  was 
graduated,  so  I  was  now  a  graduate  student. 

Cowan:    What  did  you  study? 

Sygall:   Well,  since  my  major  was  really  an  individualized  major  in 

Conservation  of  Natural  Resources,  I  think  the  whole  title  was, 
With  an  Emphasis  in  Recreation  for  Special  Populations.   What  they 
called  recreation/physical  education  kind  of  thing  in  Australia 
was  human  movement  studies,  so  I  was  part  of  the  human  movement 
studies  department.   I  was  one  of  I  think  two  or  three  disabled 
students  on  the  entire  campus.   I  was  the  only  U.S.  one,  and  I 
think  there  were  one  or  two  other  Australians.   One  guy  was  a 
quadriplegic  and  maybe  one  other  guy. 

I  had  written  ahead  to  that  department  and  told  them  what  I 
was  interested  in,  and  the  aide  said  okay.   I  stayed  in  the 
dormitory  there.   I  was  a  little  bit  older  than  some  of  the  other 
students,  but  it  worked  out.   I  think  I  went  there  partly  because 
it  was  Australia  and  partly  because  they  also  agreed  to  make  some 
changes  in  the  bathroom;  they  made  the  bathroom  more  accessible. 

One  of  the  good  things  I'll  say  about  vocational 
rehabilitation  is  that  I  said  to  my  counselor,  Karen  Newsome, 
"Look,  I'm  going  to  this  other  campus.   There's  no  way  I  can  push 
around  in  my  chair.   It's  very  hilly  and  big."  And  she  paid  for-- 
out  of  vocational  rehabilitation  money  —  to  rent  a  little  golf  cart 
over  in  Australia.   So  I  put  my  wheelchair  in  the  back  of  the 
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little  cart,  and  I  was  definitely  the  only  one. 
campus . 


I  drove  around 


I  think  that  was  quite  unique.   I  did  the  same  thing  that  I 
had  done  in  Berkeley,  but  they  were  a  little  more  shocked.   I 
took,  like,  track  and  field.   I  would  just  show  up  to  all  these 
courses  that  never  had  a  disabled  person.   Some  of  the  teachers 
didn't  know  what  to  do  with  me,  but  I  did  that. 


Studying  Disabled  Children  in  Schools  and  Sports  Programs 


Sygall:   One  of  the  most  significant  things  is  I  took  an  independent  study 
and  I  looked  at  the  self-image  of  children  with  spina  bifida  who 
were  integrated  into  the  regular  schools.   I  was  trying  to  find 
out  about  disabled  children  who  participated  in  recreational 
activities.   How  did  it  affect  their  self-image.   I  was  trying  to 
find  out  if  there  was  a  difference  with  kids  who  were  actively 
participating  in  recreation,  sports,  in  an  integrated  setting. 
How  did  it  affect  their  self-image,  as  opposed  to  those  who  were 
more  passively  participating,  like  if  the  teacher  said,  "Be  the 
scorekeeper"  or  "Go  to  the  library  for  an  hour." 

Basically,  I  was  really  trying  to  get  into  their  heads,  back 
to  them,  what  forms  self-concept  and  self-esteem  of  young  disabled 
kids  in  this  particular  population,  and  through  the  study  I 
interviewed  lots  of  disabled  kids,  and  I  interviewed  lots  of 
families.   I  started  a  little  sport  club  for  disabled  kids,  but 
the  thing  that  I  wanted  to  make  sure  that  happened  was  that  the 
people  who  taught  the  sport  were  adult  role  models.   That  was  very 
fun. 


And  I  played  wheelchair  basketball  with  an  all  men's  team. 
I  was  the  only  woman,  which  caused  some  problems,  too,  but  they 
did  let  me  play  eventually. 

Cowan:    Were  children  in  Australia  integrated  into  the  classroom? 

Sygall:   It  looked  like  at  that  time  that  the  kids  were  in  regular  schools, 
similar  to  the  U.S.,  I  think,  in  terms  of  what  they  could  do.   But 
in  terms  of  recreation  and  sports,  which  is  what  I  was  looking  at, 
a  lot  of  them  were  pretty  much  being  left  out.   Very  few  programs 
had  any  kind  of  role  models  for  those  kids  at  all. 

Cowan:    What  did  you  conclude? 
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Sygall:   What  I  concluded  was  that  if  a  young  disabled  kid--and  a  kid  with 
spina  bif ida--accepted  his  or  her  passive  role,  like  if  they  were 
saying  things  like,  "I'm  happy  because  at  least  I  get  to  be  the 
scorekeeper"  or  "I'm  happy  because  maybe  one  kid  will  talk  to  me" 
or  they  accepted  that  kind  of  passive  situation,  they  tended  to 
have  a  much  lower  self -concept ,  which  makes  sense,  and  they  would 
answer  questions  like,  "I  am  happy  when  I  would  be  able  to  walk 
again,"  which  was  usually  not  the  prognosis  for  these  kids. 

So  they  had  sort  of  accepted  their  passive  role,  and  their 
only  vision  of  ever  being  happy  or  successful  was  when  they  became 
nondisabled.   As  opposed  to  the  kid  who  said,  "My  teacher  won't 
let  me  play  volleyball.   She  makes  me  the  scorekeeper.   I  know  if 
she  just  gave  me  the  ball,  I  could  have  a  chance,  I  could  do 
something."  Those  kids  did  not  accept  an  inferior  position.   They 
were  angry  a  bit  about  their  status,  and  they  tend  to  answer  more 
positive  self-image  questions  like,  "I  am  happy  when  people  let  me 
do  what  I  think  I  can  do."   So  their  image  of  themselves  was  they 
could  be  disabled  and  achieve,  it  was  just  other  people  not 
letting  them  have  the  opportunity. 

To  me,  that  was--again,  this  was  twenty  years  ago—but  it 
was  very  significant  in  how  incredibly  important  it  was  to  work  on 
the  kids'  self-image  because  it  really  dictated  how  they  viewed 
themselves  and  what  vision  they  had  for  themselves  for  their  rest 
of  their  lives. 

I  talked  to  lots  of  parents.   And  in  the  sport  program,  we 
had  the  more  severely  disabled  kids  do  the  shot-put  and  javelin. 
Everyone  had  a  sport.   The  kids  also  talked  a  lot  because  sport  is 
very  big  in  Australia,  much  bigger  than  in  the  U.S.   Saturday  all 
the  brothers  and  sisters  went  to  football,  went  to  this,  and  the 
disabled  kid  had  always  stayed  at  home.  And  now,  because  we  tried 
to  do  the  programs  on  the  weekends,  like  the  other  kids  would  do 
it,  the  families  said  the  disabled  kid  would  come  home  —  and  they 
had  their  stories  to  tell.   They  got  the  ball  in,  they  threw  the 
javelin,  they  did  something. 


The  Need  to  Change  Attitudes 


Sygall:   There  used  to  be  for  a  while  a  big  thing  about  disabled  people—we 
need  to  change  nondisabled  people's  attitudes.   Let's  do  poster 
campaigns.   Let's  change  nondisabled  people's  attitudes  about 
disabled  people.   But  I  have  always  thought,  like,  forget  it. 
There's  so  limited  time  and  energy  and  resources.   If  we  can 
change  the  attitude  of  the  disabled  people  and  their  parents  of 
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what  they  can  do,  then  once  they  have  that  attitude,  they'll  go 
out  in  the  world  and  that's  how  you'll  change  the  nondisabled 
people. 

I  always  have  tried  to  put  the  emphasis  on  changing  the 
psyche  and  the  vision  of  what  disabled  people  themselves  think 
that  they  can  do.   That  was  what  I  was  finding  out  in  Australia. 

Cowan:    And  that  was  a  big  piece  of  what  you  were  doing  in  BORP,  too. 

Sygall:   Right.   And  I'm  amazed,  too,  when  working  with  other  countries,  I 
have  to  bite  my  tongue  because  so  many  times  people  will  say, 
"What  do  we  need  to  do  in  your  own  country?"  and  they'll  say,  "We 
need  to  do  an  education  campaign  for  nondisabled  people."  The  way 
I  think  to  change  attitudes  toward  people  is  if  nondisabled  people 
have  direct  contact  with  disabled  people,  that's  how  they'll 
change  the  attitude.   Just  like  in  the  civil  rights  model,  I  don't 
care  if  someone  likes  me  or  doesn't  like  me,  likes  disabled 
people,  doesn't  like  disabled  people.   I  just  want  to  get  on  the 
bus.   Once  I'm  on  the  bus,  if  you  never  saw  a  disabled  person,  you 
will.   If  you  like  him,  you  will.   If  you  don't,  who  cares?   Just 
get  me  on  the  bus.   Which  I  think  is  the  same  as  the  minority 
population,  too.   To  me,  that's  much  more  important  than  the 
attitude  change. 

The  crime  to  me  is  that  no  disabled  kid  or  disabled  adult 
should  have  to  grow  up  with  this  whole  sense  of  a  preconceived 
inferior  notion  of  who  they  are.   I  saw  those  kids  who  were 
already  just  accepting  their  inferior  role.   These  kids  were  —  I 
don't  know- -nine  or  twelve  or  something.   It  made  me  so  sad  and  so 
angry.   It  shouldn't  have  to  be  that  way. 

Cowan:    Did  you  see  some  correlation  between  how  the  parents  saw  their 
kids  and  how  the  kids  saw  themselves? 

Sygall:   I  did.   I  tended  to  see  —  and  the  research  was  definitely  not  so 

sophisticated  that  I  could  prove  anything—but  you  could  just  see 
that  the  feisty  kid,  who  says,  "I  want  to  be  more  than  a 
scorekeeper.   I  want  to  play,"  tended  to  have  the  feisty  parent, 
who  was,  like,  "I  have  been  trying  to  get  my  kid  in  that  thing." 
And  the  more  passive  kid's  parent  would  be,  like,  Well,  gee,  I 
hope  the  other  kids  are  nice  to  them.   I  know  people  like  Judy 
Heumann  had  a  very  feisty  mom.   I  didn't  have- -my  parents,  because 
I  was  so  much  older  when  I  became  disabled,  didn't  have  to  do  the 
fight  thing,  but  they  had  an  attitude,  I  think,  which  I  took  on. 
I  think  it  probably  had  a  big  influence.   And  maybe  probably  for 
all  people. 
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Cowan:    Maybe  so.   I  think  I  read  or  heard  that  in  rehab,  patients  who  are 
feisty  there  or  who  are  even  angry  do  better  in  the  long  run. 

Sygall:   Yes.   And  I  think,  again,  it's  accepting—are  you  accepting  when 
someone  says,  "Oh,  be  quiet.   Why  are  you  complaining?"  Do  you 
say,  "Oh,  I'm  sorry"  or  do  you  say,  like,  "Screw  you"?   In  the 
workshops  we  do,  when  people  say,  what  do  you  do  when  people  look 
at  you  or  stare  at  you,  we  give  people  a  way  to  throw  those 
comments  back  at  people  and  not  let  them  bug  you.   Anyway,  it's 
not  simple.   I  know  it's  very,  very  hard  and  much  harder  for  other 
people  who  are  in  other  countries  than  it  is  for  us  here. 


Travel  Adventures  in  Australia  and  New  Zealand,  1978,  1979 


Cowan:    I  should  have  asked  you  in  the  beginning:  this  was  1977  when  you 
went  to  Australia? 

Sygall:   I  think  my  Rotary  scholarship--!  believe,  something  like  '78- '79. 
It  might  have  been,  like,  in  the  middle  of  the  year.   That's 
pretty  close. 

Cowan:    And  you  were  there  two  years? 

Sygall:   I  was  there  a  year.   It  was  twelve  months.   I  might  have  started 
in  mid-year.   I  went  for  half  the  year,  and  then  I  guess,  with 
their  summer  break  I  was  off  for  six  weeks,  which  was  their  summer 
off.   And  actually  then  I  hitchhiked  through  New  Zealand  for  six 
weeks,  with  the  same  friend,  Rod,  with  two  wheelchairs.   A  bunch 
of  stories.   And  we  hitchhiked  through  New  Zealand,  and  then  I 
came  back  and  finished  my  second  half  of  the  year. 

Cowan:    I  was  going  to  ask  you  if  you  did  traveling  while  you  were  in 

Australia.   Was  the  traveling  you've  done  in  Australia  while  you 
were  there  at  school,  or  have  you  done  more  traveling  in  Australia 
and  New  Zealand? 

Sygall:   You  mean  after? 

Cowan:    Did  you  only  travel  there  while  you  were  in  school  there? 

Sygall:   When  I  had  a  break—the  two  main  travel  trips  I  did  before  I  left 
Australia  was  one- -now  it  seems  crazy,  but  I  was  only  doing  what  I 
would  have  done  had  I  not  been  disabled  in  the  same  situation.   I 
had  three  weeks  off  for  some  holiday,  and  I  wanted  to  see  the 
outback  of  Australia—who  wouldn't?   How  was  I  going  to  do  it?   I 
had  some  friends,  but  most  of  them  were  Australian. 
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So  I  joined  some  camping  tour,  where  you  went  for  three 
weeks  in  big  buses  and  every  day  everybody  took  the  tents  out  and 
you  slept  in  a  tent  and  then  you  drove.   In  Australia  you  drive 
for  hours  because  everything  is  so  far.   Again,  I  just  did  these 
things  without  thinking  I'm  going  to  be  the  only  disabled  person. 
Of  course,  I  showed  up  and  the  bus  driver  freaked  because-- "We 
can't  have  someone  in  a  wheelchair"  and  "How  are  you  going  to  get 
up  and  down  the  bus?"  and  "How  are  you  going  to  put  up  your  tent?" 
and  "How  are  you  going  to  do  this?" 

Basically,  I  just  said,  "Well,  I'll  figure  it  out."  And  I 
had  no  idea  what  I  was  going  do,  but  I  just  did  it.   I  went,  and 
the  two  things  I  remember.   We  got  to  what  is  called  Ayers  Rock. 
It's  now  called,  I  think,  Uluru  Mountain.   They  changed  the  name 
to  aboriginal.   The  bus  driver  [chuckling]  said--you  know, 
everyone  got  off  the  bus  in  two  seconds,  and  he  said,  "You  have 
three  hours  to  climb  Ayers  Rock,"  and  this  bus  driver—because  I 
was  always  the  last  one  off  the  bus--he  said,  "Well,  where  are  you 
goin'?"   It  took  us,  like,  fifteen  hours  to  get  there.   I  said, 
"We  just  drove  fifteen  hours  on  the  bus.   Do  you  really  think  I'm 
going  to  stay  in  the  bus?"   And  he  said,  "Well,  you  better  be  back 
in  three  hours  or  I'm  going  to  leave  without  you."   I  said, 
"Fine." 

So  I  went  to  the  bottom  of  Ayers  Rock,  and  I  just  sat  on  my 
rear  end,  and  just  inched  myself  up  bit  by  bit  because  I  wanted  to 
see  what  it  looked  like  from  the  view.   I  didn't  get  all  the  way 
up.   I  didn't  think  I  would.   But  I  got  very,  very  high  up,  and  it 
was  beautiful,  and  the  sunset  and  all  this  stuff.   And  then  I  ran 
on  my  butt  all  the  way  down.   Of  course,  I  was  a  bit  late,  and  he 
was  mad.   And  I  got  back  on  the  bus.   I  felt  great.   It  was 
wonderful.   He  was  pissed,  but  I  didn't  care. 

And  then  we  went  to  the  next  place,  which  was  called  the 
Olga  Rocks.   Everybody  left  the  bus,  and  he  said,  again,  "We've 
got  five  hours  here."   I  went  three  feet  in  my  chair,  and  it  was 
all  gravel.   I  was  with  a  bunch  of  teenagers.   There  was,  like, 
nobody  was  waiting  around  to  be  with  me.   That  was  part  of  being 
with  teenagers  who  just  didn't  care.   So  they  all  split.   And  it 
was  hard,  you  know.   I'm  not  going  to  say  it  wasn't.   But  I  was 
like,  "Okay,  I'm  here."  As  I  say,  I  can  walk  maybe  twenty  feet 
with  my  canes,  so  I  left  my  chair  because  I  couldn't  go  any 
further--gravel--and  I  walked  with  my  canes  for  about  twenty  feet 
and  then  my  legs  just  gave  out,  and  I  just  sat  down.   I  was  just 
so  tired.   I  said  I  can't  go  back  and  I  can't  go  forward  and  I'm 
never  going  to  get  to  see  these  rocks,  but  I'm  just  shit  out  of 
luck,  you  know? 
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It  was  like  out  of  movie.   Suddenly  the  branch  just  opened 
up  from  a  bush,  and  this  huge,  muscular  guy  comes  out.   He  says, 
"Are  you  okay?"   I  said,  "Yeah,  I'm  disabled,  and  my  bus  people 
have  left  me,  and  I  can't  go  any  further,  back  or  forward."   And 
he  says,  "Well,  it's  about  a  five-mile  hike  to  the  Olga  Rocks  to 
see  it."   I  said,  "Well,  I'm  out  of  luck."   He  said,  "No  problem." 
And  he  took  me  and  he  threw  me  on  his  back,  and  he  carried  me  on 
his  back  five  miles  into  this  thing.   We  met  some  aboriginal 
people  and  I  got  a  didgeridoo.   Of  course,  he  carried  me  all  the 
way  back.   Of  course,  I  was  late,  and  the  bus  driver  was  furious, 
and  everybody  else  was  pissed  off,  and  I  was  ecstatic.   It  was  a 
leap  of  faith  and  who  he  was.   He  was  a  bus  driver  from  another 
bus  who  was  just  on  a  break. 

So  I  had  a  few  things,  like,  you  don't  really  know  what's 
going  to  happen,  but  you  just  go.   Now,  when  I  think  about  it,  if 
I  would  have  thought  through  the  whole  trip,  I  probably  would  have 
never  gone.   But  I  was  young.   I  was  in  my  twenties.   I  didn't 
think  things  through.   I  just  was  impetuous,  and  I  signed  up. 

Rod  Hart,  who  had  then  been  my  boyf riend--came  out  to 
Australia,  and  we  hitchhiked  through  New  Zealand. 

Cowan:    Hitchhiked? 
Sygall:   We  hitchhiked. 
Cowan:    How  did  you  do  that? 

Sygall:   We  flew  to  New  Zealand.   Again,  none  of  this  —  that  is  my  fear  when 
I  talk  about  this  —  it  was  not  to  be  the  first,  to  prove  it  was 
possible.   It  was  just  to  do  what  I  would  have  done  had  I  not  been 
disabled.   This  is  how  I  would  have  traveled.   And  so  [chuckling], 
we  were  going  to  hitchhike.   It  was  very  common  to  do  that  in  New 
Zealand.   And  so  we  both—in  our  chairs—with  our  backpacks,  stuck 
our  thumbs  out.   And  nobody  picked  us  up  because  no  one,  I  think, 
had  a  clue  that  two  people  in  chairs  would  be  nuts  enough  to 
hitchhike.   People  would  wave  as  they'd  go  by  or  smile.   We  were 
there  for  two  hours,  and  we  said,  "Forget  it.   This  isn't 
working. " 

So  then  we  finally  made  a  sign  to  the  next  town.   Again, 
people  saw  two  wheelchairs.   It  was  beyond  their  imagination,  so 
we  said,  "Shit,  this  isn't  working,  either."   So  then  I  had  an 
idea,  and  I  told  Rod  to  go  hide  behind  a  bush,  and  I  sat  out  there 
with  my  sign,  and  finally,  after  a  little  while,  somebody  stopped, 
just  one  person,  and  they  said,  "How  are  you  going  to  get  your 
wheelchair  in?"   I  explained  the  wheelchair  folds,  and  we  had 
bungee  cords  so  you  could  stick  it  in  the  back  of  the  trunk,  which 
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Cowan: 
Sygall; 


was  called  the  boot,  and  they  said,  "Aren't  you  game?"  or  "Aren't 
you  crazy?"  But  "Okay,  sure,  we'll  take  you." 

And  then  I  get  into  the  car,  and  just  as  I  got  my  wheelchair 
in,  I  said,  "And  you  know,  I'm  also  traveling  with  a  friend.   He's 
around  the  next  bend,  and  you've  got  to  pick  him  up,  too."  And 
then  they  just  cracked  up.   And  then  they  pulled  around  the  bend, 
and  there  was  Rod.   They  stopped  and  they  said,  "How  are  we  going 
to  get  two  wheelchairs  in?"  But  we  showed  them  the  bungee  cord. 

We  did  that  for  six  weeks. 
Oh,  my  gosh! 

We  had  no  major  problems.   I  would  say  75  percent  of  the  time  the 
people  who  picked  us  up  invited  us  to  their  homes,  so  we  stayed  in 
people's  homes.   The  other  25  percent—actually,  New  Zealand  did 
have  very  nice  youth  hostels.   We  stayed  in  youth  hostels.   It's 
now  whatever- -twenty  years  later—and  yesterday  I  got  a  letter 
from  one  of  the  people  who  picked  us  up.   I'm  still  in  contact 
with  him. 


Cowan:    Wonderful.   What  did  you  see  in  New  Zealand  that  was  really  great? 

Sygall:   In  New  Zealand—again,  I  think  in  terms  of  disability  stuff.   They 
had  a  lot  of  places,  I  think,  for  families  who  had  disabled  kids, 
where  they  could  stay—because  we  got  a  few  recommendations  of 
places  that  were  accessible,  even  though  we  didn't  stay  there. 
But  they  thought  about  the  family  unit. 

Just  physically  I  think  New  Zealand  is  beautiful  just  in 
terms  of  mountains  and  Rotorua  has  hot  springs  and  sheep.   But 
probably  the  best  thing  about  New  Zealand  is  the  people.   I  mean, 
the  fact  that  you  could  travel  for  six  weeks  and  people  who  were 
total  strangers  would  pick  us  up,  was  quite  amazing.   Just  the 
openness  of  the  people.   They  just  came  in,  and  you  had  dinner, 
and  they'd  talk,  and  they'd  show  you  around.   Sometimes  they 
called  relatives  or  friends  in  other  cities  and  we'd  go  meet  them 
when  we  got  there. 

And  I  had  never  really  hitchhiked  other  than  New  Zealand. 
It  was  at  that  time  very  safe. 

Cowan:   Rod  came  over  to  you— you  were  still  in  school. 

Sygall:   Right.   I  think  he  had  finished.   Yes,  he  had  finished  Berkeley. 
He  had  graduated,  and  so  he  had  just  come  over  to  be  with  me. 
Actually,  I  just  saw  him  about  a  week  ago.   He  now  has  his  M.B.A. 
in  computers  and  business,  and  he  works  for  Hewlett-Packard. 


After  he  visited  me  and  we  did  the  New  Zealand  thing,  I  went  back 
to  finish  school.   He  continued  and  hitchhiked  by  himself  around 
the  entire  continent  of  Australia,  hitchhiking  on  trucks,  staying 
with  aboriginal  families.   And  then  he  continued.   He  flew  to  New 
Guinea,  and  he  traveled  by  himself  around  New  Guinea  and  then  went 
to  Western  Samoa  and  stuff,  and  then  came  back. 


Thoughts  on  the  Scholarship  Program  and  Australian  Culture 


Cowan:    So  you  came  back  and  finished  up  in  Australia.   What  about  what 
else  you  learned  there  at  the  university?  You  just  finished? 
Traveling  was  part  of  being  there. 

Sygall:   Yes.   I  think  when  I  left,  1  went  with  another  women  who  was  not 
Rotary  person,  and  we  went  through  Thailand  and  Malaysia  and 
Indonesia  and  Singapore.   We  went  overland,  by  bus,  by  local 
buses.   We  went  through  all  of  Asia,  so  we  had  amazing  stories 
with  that. 


1  think  at  the  university,  well,  for  one,  I  learned  what  it 
was  like  to  be  an  exchange  student,  what  it  was  like  to  live  in 
another  country,  to  be  the  American  when  Skylab  fell  in  Australia. 
I  was  responsible  [chuckling]!   Yes,  I  was  there.   It  was  fun 
being  the  exchange  students.   I  had  to  give  lots  of  speaking 
engagements  all  throughout  Australia.   I  had  stopped  in  Fiji  and 
stayed  with  a  disabled  kids  program  in  Fiji. 

Cowan:    What  did  you  speak  on  when  you  did  speaking  engagements? 

Sygall:   I  think  when  I  spoke,  I  spoke  a  lot  about  disability  issues 

because  I  had  lived  in  Berkeley.   And  a  lot  of  the  concepts  about 
Berkeley  and  recreation  and  sports  and  equal  rights  for  disabled 
people  were  still  very  new  there. 

Cowan:    Was  that  a  Rotary  requirement? 

Sygall:   Yes. 

Cowan:    Or  a  university  requirement. 

Sygall:   Rotary.   You  were  not  there  to  complete  your  degree.   In  fact,  you 
could  not  stay  there  and  complete  your  degree.   You  were  there  to 
be  an  ambassador  of  good  will.  Also,  when  I  entered  Australia, 
everybody  went  in  one  room  and  they  pointed  me  out  and  I  went  to 
another  room,  and  they  just  drilled  me  on  how  was  I  going  support 
myself,  did  I  have  a  doctor's  note.   I  think  they  were  doing 
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Cowan: 
Sygall: 

Cowan: 
Sygall: 


Cowan: 

Sygall: 

Cowan: 

Sygall: 


immigration  screening.   Was  I  going  to  get  on  what  they  called  the 
dole?   Was  I  going  to  get  on  welfare  and  stay  there?   I  said, 
"Look,  I'm  on  a  full  scholarship  from  Rotary.   What  is  your 
problem?"   It  was  really  a  nasty  interrogation.   Even  right  until 
I  was  leaving,  the  immigration  was  calling  me,  making  sure  that  I 
was  leaving,  that  I  wasn't  going  to  stay  there.   I'm  sure  we  do 
the  same  thing  to  people  here. 

I  learned  a  lot,  I  think,  about  being  an  exchange  student. 
Also,  I  was  an  exchange  person,  I  was  the  only  disabled  person  in 
my  dorm,  and  I  think  now  that  I  work  with  exchange  programs,  I 
learned  it's  great  and  it's  fun.   I'm  very  outgoing  and  stuff. 
Even  with  that,  it  takes  a  few  months  to  build  a  new  group  of 
friends.   And  you're  always  the  outsider,  a  little  bit.   But  it 
was  an  incredible  year.   I  think  it  gave  me  a  lot  of  insight  that 
would  help  me  later  on,  when  I  told  other  people  about  being  an 
exchange  student . 

Did  you  encounter  discrimination  and  sexism  there? 

It  seemed  like  the  women's  movement  there  was  so  radical  that  it 
wasn't  accepted  a  lot  by  the  rest  of  the  population.   So  they  were 
a  completely  different  cultural  place  than  Berkeley  was. 

So  quite  an  adjustment  for  you. 

It  was  an  adjustment.   And  on  the  positive  side,  there  were  people 
who  really  enjoyed  life.   You  never  asked  somebody  what  they  did 
for  a  living.   That  was  incredibly  rude.   People  didn't  identify 
by  their  work.   They  can't  even  say,  "Hi,  what  do  you  do?"   When  I 
was  doing  interviews  with  parents,  when  I  asked  someone,  "What's 
your  profession?"  they  looked  at  me  like  I  had  just  said,  "When 
did  you  have  sex  last?"   It  was,  like,  "That's  not  who  I  am." 
They  would  talk  more  about  barbecuing  and  sports.   Work  was 
something  you  just  did,  and  life  was  much  more  friends  and  being 
outdoors  and  whatever.   It  was  a  different  value  system. 

Yes.   So  when  you  finished  up  there,  you  forwarded  your  education, 
but  you  didn't  finish  up.   You  didn't  get  a  degree. 

Right. 

Did  you  get  units  or  credits  for  it? 

I  got  units  and  credits.   I  was  running  out  of  what  to  do  next,  so 
I  finished  my  master's  by  going  back  to  the  University  of  Oregon 
because  they  had  a  program  there. 


66 


It  was  kind  of  fun  because  I  then  reconnected  with  Diane 
Schechter,  who  helped  co-found  BORP. 

Cowan:    Do  you  feel  complete  with  Australia?   Any  final  thoughts? 

Sygall:   Yes,  I  think  so.   I  think  the  working  with  the  disabled  kids  was 
probably  the  best.   And  my  being  able  to  travel  through  Asia  and 
all  that.   But  yes,  I  mean,  I  was  a  wild  exchange  student,  having 
a  good  time.   I  guess  there  was  a  big  message.   The  big  message 
for  me  was  it  was  an  incredible  year.   1  traveled,  I  went  to 
school,  I  went  all  over  Asia.   It  was  an  amazing,  amazing  year.   I 
just  thought,  Where  are  all  the  rest  of  the  disabled  people?   I 
mean,  there  are  so  many  exchange  students  that  are  not  disabled 
happening  every  year.   There's  millions  of  Rotary  students  who 
aren't  disabled. 

Why  weren't  disabled  people  even  thinking  about  being 
exchange  students,  traveling,  studying  in  different  parts  of  the 
world?   I  think  when  I  left,  it  was  that  same  —  like ,  the 
recreation  thought,  What  is  happening  that  the  nondisabled  people 
all  know  about  this,  and  the  disabled  people  aren't  even  a  teensy 
part  of  this  whole  thing?  That,  I  think,  was  my  thought  when  I 
left.   Disabled  people  didn't  know  that  this  was  even  an  option. 

Cowan:    Did  you  leave  with  an  idea  that  you  were  going  to  change  it? 

Sygall:   Yes.   I  think  my  thought  was  at  this  point--!  mean,  I  think  I  had 
done  the  recreation  thing  already.   I  never  thought  I'd  go  back  to 
BORP  or  do  that  again.   BORP  was  running,  and  they  had  other 
directors,  and  they  were  doing  fine.   I  think  my  next  thing  was 
something  about  —  you  know,  I  guess  it  was  the  same  thing.   This 
was  great  for  me,  but  where 's  everybody  else? 

The  thing  is  it  always  seems  like  if  the  nondisabled  people 
aren't  going  to  tell  disabled  people  this  is  possible-- just  like 
with  the  recreation  program—then  disabled  people  are  going  to 
have  to  say,  "Hey,  guys.   Everybody  else  is  doing  this  but  us. 
What  do  we  need  to  do  to  make  it  happen?"   Yes,  I  think  it  was 
just  a  natural  thing.   And  part  of  it,  I  think,  was  anger  that 
other  disabled  people  didn't  know  that  this  was  possible.   And 
part  of  it  was  feeling  this  was  so  great  that  disabled  people  need 
to  know  that  they  have  the  opportunity  to  do  it. 

And  part  of  it  was  that  there's  so  many  disabled  people  all 
over  the  world  who  aren't  exchanging  information  with  each  other. 
When  I  was  going  around,  telling  stories  of  Berkeley  all  over 
Australia,  well,  if  thousands  of  people  from  the  U.S.  and  all 
these  countries  were  going  back  and  forth  and  exchanging  stories 
about  the  disability  movement  and  how  you  get  your  rights,  that 
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that  would  create  a  worldwide  kind  of  thing,  just  sharing  what's 
going  on.   And  until  disabled  people  were  participating  in  these 
kind  of  exchanges,  it  would  never  happen.   So  I  think  it  was  sort 
of  a  natural  thing  that  that  had  to  come  next. 
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V  MOBILITY  INTERNATIONAL  USA 
[Interview  2:  November  21,  1998]  ft 

Founding  of  MIUSA  in  Eugene.  Oregon,  1981 


Cowan:    Susan,  why  don't  we  start  talking  about  your  activities  in  Eugene, 
Oregon,  with  MIUSA?   Would  you  just  say  what  MIUSA  stands  for  and 
how  it  got  started? 

Sygall:   Sure.   Mobility  International  USA  is  MIUSA;  that's  what  it  stands 
for.   When  I  was  finishing  my  year  in  Rotary  and  I  traveled 
through  Thailand  and  Malaysia  and  all  those  places,  I  stopped  in 
London  because  I  had  heard  about  an  organization  that  had 
originally  been  based  in  London  called  Mobility  International. 
After  my  Rotary  year,  I  knew  that  I  wanted  to  do  something  to  be 
sure  that  more  people  with  disabilities  were  included  in 
international  exchange  programs  because  I  had  just  finished  this 
incredible  year,  and  I  knew  it  was  almost  nonexistent. 

There  was  this  organization,  as  I  say,  that  was  based  in 
London.   It  wasn't  exactly  what  I  think  my  vision  of  what  I  would 
start  was,  but  it  was  an  organization  that  had  disabled  people 
doing  international  programs.   They  had  organized  a  program  for 
deaf-blind  people  from  France  to  go  to  Egypt  and  people  from 
Germany  to  go  somewhere.   It  was  mostly  inter-European.   I  don't 
think  philosophically—to  me,  it  wasn't  consumer-based;  it  wasn't 
disabled  run;  it  didn't--what  I  would  call- -have  an  empowerment 
kind  of  model. 

But  it  did  do  international  exchange,  and  so  I  met  with 
them.   They  already  had  different  people  doing  similar  things  in 
Europe.   They  said,  "Well,  there's  no  one  doing  this  in  the  United 
States.   Would  you  like  to  think  about  starting  a  U.S.  chapter?" 
Every  country  was  completely  independent.   You  didn't  have  to 
listen  to  anybody  else's  rules.   So  it  was  really  an  affiliation. 
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Well,  I  thought  I'll  just  start  off.   Maybe  that  would  be 
just  an  interesting  way  because  at  least  I  would  be  already  linked 
to  all  these  places  in  Europe.   I  applied  to  the  University  of 
Oregon,  and  I  got  a  full  scholarship  to  study  therapeutic 
recreation.   It  wasn't  like  I  thought  that  I  wanted  to  live  in 
Oregon.   It's  just  after  I  had  this  incredible  year  in  Australia, 
and  I  traveled  through  Asia,  I  didn't  really  know  what  I  wanted  to 
do  next . 

To  tell  you  the  truth,  it  was  such  an  incredible  year  being 
abroad.   Every  day  was  such  an  incredible,  intense  day. 
Experiencing  the  streets  of  Bangkok  and  Malaysia  and  Thailand.   I 
didn't  know  how  I  was  going  to  top  that.   So  I  felt,  Well,  at 
least  let  me  get  my  master's  degree  finished  and  here's  a  free  way 
to  do  it. 

I  went  to  Oregon.   The  interesting  thing  is  that  the  person 
who  had  told  me  about  this  free  scholarship  was  Diane  Schechter. 
Diane  Schechter,  again,  is  my  friend  from  high  school,  who  is  the 
co-director  and  the  cofounder  of  BORP.   I  got  a  little  apartment 
right  next  to  Diane.  The  first  thing  we  had  to  do  to  start  MIUSA 
was  to  get  a  501 (c) (3),  so,  again,  I  got  a  few  of  my  friends- -some 
of  the  people  were  the  same  people,  like  the  guy  who  had  been  my 
boyfriend,  Rod  Hart,  who  I  traveled  with.   He  was  on  the  board. 
And  a  few  other  disabled  people. 

We  obtained  nonprofit  status,  and  I  believe  before  we  had 
finished  all  the  paperwork,  we  were  originally  under  the  Lane 
County  Low  Riders,  which  was  a  wheelchair  basketball  team.   That 
enabled  us  to  use  their  501(c)(3)  status  to  begin  to  raise  a 
little  bit  of  money  while  we  were  waiting  for  our  own  501 (c) (3)  to 
come  through.   I  was  in  graduate  school. 

I  met  this  other  woman,  who  was  actually  a  doctoral  student, 
named  Barbara  Williams.   She  was  very  excited  about  the  idea  and 
eventually  she  was  the  other  woman  who  co-founded  MIUSA,  who 
actually  [chuckling]  is  coming  to  Thanksgiving,  I  found  out,  three 
days  from  now!   She  now  lives  in  California.   So  we  thought,  Okay, 
well,  the  first  thing  we  have  to  do  is  go  to  a  Mobility 
International  conference  because  they  were  having  a  conference, 
and  you  have  to  get  accepted,  even  though  it's  not  very  official, 
you  had  to  get  accepted  if  you  are  to  be  the  official  U.S.  branch. 

We  had  no  money,  but  we  started  talking  about  the  idea  of 
getting  some  money.   I  was  speaking  at  Rotary  Clubs,  because  I  had 
just  come  back  from  a  Rotary  scholarship,  and  that  was  my 
obligation,  to  constantly  speak  at  clubs.   And  we  told  them  about 
the  idea  of  starting  this  organization,  and  the  downtown  Eugene 
Rotary  Club  gave  us  five  hundred  dollars. 
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One  man,  named  John  Alvord,  A-l-v-o-r-d--he' s  an  activist- 
sort  of  a  community  person  and  a  philanthropist  in  Eugene  who  has 
helped  many  organizations  of  disabled  people.   And  the  thing  that 
was  so  amazing  to  me  about  that  is  it  was  just  an  idea.   It  was 
just  that  I  wanted  to  start  this  organization.  And  I'm  always 
amazed  when  people  give  to  something  when  it's  still  in  the  idea 
stage,  you  know?  He  personally  gave  five  hundred  dollars,  and  the 
club  matched  it  for  five  hundred,  and  we  had  our  first  thousand 
dollars . 

Barbara  and  I  got  into  my  Dodge  van  and  drove  to  Toronto  to 
go  to  the  MI  conference.   You  know,  we  went  through  all  different 
states,  and  we  slept  in  the  van,  and  just  did  it  again  really  on 
the  cheap  and  got  to  the  conference,  and  we  became  the  MI  office. 
I  mean  there  was  an  official  vote. 


MIUSA  Programs  and  Activities 


Sygall:   That  was  in  1981,  and  in  1981  we  got  incorporated.   Then  we 

decided  what  we  wanted  to  do  for  our  first  program.   I  think  the 
first  program  we  ever  did  was  probably  in  1982,  and  it  was  an 
international  work  camp.   I  had  been  to  an  international  work 
camp.   That's  where  people  from  around  the  world  come  together  and 
volunteer  to  work  on  a  community  project.   Usually,  it  does  not 
involve  disabled  people. 

I  went  to  Finland  at  some  point  before  this,  and  I 
volunteered  to  fix  up  an  old  house  that  was  going  to  be  used  as  a 
halfway  house  for  people  with  cognitive  disabilities.   Rod  and  I 
went  there.   They  never  had  disabled  people  there,  so  the  first 
thing  they  had  to  do  is  build  a  ramp  to  the  sauna  because  we 
couldn't  get  in.   Then,  of  course,  we  painted  and  did  everything. 
But  we  ate  and  cooked  with  people  from  Poland  and  Russia  and  all 
over  the  world. 

The  idea  of  the  work  camp  is  that  by  working  together  with 
people  from  around  the  world,  you  learn  about  them,  you  cook  food 
with  them.   Work  camps  tend  to  be  very  rustic.   We  slept  in 
sleeping  bags  all  in  one  room.   We  ate  [chuckling]  mostly 
potatoes.   Not  all  of  them  are  like  that,  but  you  get  there  on 
your  own;  you  pay  very  little  to  be  there.   It's  a  movement  that 
started  after  World  War  II,  to  build  reconciliation  between  people 
of  different  nationalities.   I  do  say,  I  think  it's  powerful 
because  the  best  way  to  learn  about  people  is  to  live  with  them 
and  work  with  them  and  eat  with  them. 
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By  this  time,  Barbara  Williams  had  already  left.   She  had 
met  someone  and  moved  to  California  and  got  married.   So  she 
helped  getting  everything  together,  but  by  the  time  the  first 
program  came,  she  already  had  decided  to  move  to  California. 

What  happened  was  we  put  the  word  out  that  we  were  going  to 
have  a  work  camp  in  Eugene,  and  1  think  we  thought  of  some 
projects.   We  were  going  to  make  an  accessible  trail  and  a  camp,  a 
camp  for  disabled  kids;  and  we  were  going  to  work  with  the 
national  Forest  Service  and  make  another  thing  accessible.   So  my 
goal  was  everything  that  we  would  do- -back  to  the  models  of  BORP 
and  CIL,  the  board  of  directors  would  have  to  be  51  percent 
disabled;  the  majority  of  the  staff  had  to  be  people  with 
disabilities;  and  we  would  have  a  very  heavy  disability  rights 
kind  of  theme. 

It  is  and  was  and  always  will  be  very  different  from  what 
the  model  was  in  Europe.   In  some  ways,  I  almost  think  we  aren't 
really  affiliated  with  them  because  the  model  is  completely 
different. 

We  invited  eleven  people  from,  I  remember,  Sweden  and  Norway 
and  all  over  the  world,  different  people.   Like  all  our  programs, 
we  recruited  both  disabled  and  nondisabled  people,  but  we  would 
never  run  a  program  unless  the  majority  of  the  people  were 
disabled.   That  was  our  target  audience.   I  remember  I  went  to  the 
Greyhound  Bus  station.   There  were  seventeen-year-old  guys  from 
Sweden  and  Norway  getting  off  the  bus.   "We're  here  for  the  work 


camp, 


I  was  saying,  "Are  you  Anders?"  and  he  said,  "Yes."   I 


said,  "Hi,  I'm  Susan.   I'm  director." 

Most  work  camps,  if  they  had  anything  to  do  with  disability, 
it  was  to  help  disabled  kids  or  do  something  for  the  disabled.   I 
think  the  last  thing  they  thought  was  that  they  were  going  to  a 
camp  where  the  director  was  disabled.   So  I  think  [chuckling]  they 
were  a  little  shocked. 


Cowan: 


Sygall: 


That  was  our  very,  very  first  program.   Now  we  have  hundreds 
and  hundreds  of  more  programs  that  I  could  talk  about,  but  that 
was  the  beginning  of  it. 

Was  there  opposition  from  the  European  group?   Did  they  say,  "We 
don't  like  the  way  you're  doing  this?"  Or  any  kind  of  resistance? 

No,  because  it  was  such  a  loose  affiliation.   They  don't  help  you 
with  funding  or  anything.   And  I  think  because  we  were  in  the 
U.S.,  and  the  organization  was  much  more  really  European-based  and 
European- focused.   I  think  they  were  just  glad  they  had  a  contact 
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in  the  U.S.   So  they  didn't  really  have  any  control  factors.   Each 
chapter  is  so  loosely  affiliated. 

And  I  think,  you  know,  for  me  it  was  much  more  like  it  had 
to  fit  into  the  philosophical  base  of  what  I  want  to  do.   In 
subsequent  years  I  have  gone  to  some  of  those  MI  conferences. 
They  were  supportive,  like,  about  getting  started,  but  Europe  is 
based  much  more  on  a  service  model.   I  always  have  been  worlds 
apart  from  how  they  did  it.   I  also  don't  really  feel  much 
affiliation  with  their  model.   Sometimes  I  almost  think  we  ought 
to  change  our  name  because  we  really  don't  have  anything  to  do 
with  them.   However,  now  they  may  be  changing  to  more  of  a 
"rights"  model. 

Cowan:   How  do  you  work  on  the  civil  rights  component  that  you're 
committed  to? 

Sygall:   That  was  our  very  first  program.   In  the  next  year  I  think  we  did 
another  work  camp.   And  then  in  1983  we  got  funding  from  the  U.S. 
Information  Agency.   I  knew  that  there  are  hundreds  and  hundreds 
of  exchange  programs  serving  thousands  and  thousands  of  people, 
thousands  of  U.S.  people.   High  school  students,  college  students, 
professionals  were  going  on  exchanges,  like  AFS,  Youth  for 
Understanding—some  sponsored  by  governments,  some  sponsored  by 
private  organizations. 

We  knew  that  very  few  were  used  by  people  with  disabilities. 
In  fact,  we  did  a  survey  in  1983  and  knew  that  less  than  one 
percent  of  all  exchange  participants,  from  what  we  could  find, 
were  persons  with  disabilities.   So  the  U.S.  Information  Agency, 
after  a  lot  of  lobbying,  realized  that,  and  they  funded  us  to  give 
workshops  to  other  exchange  organizations  on  how  they  need  to 
include  people  with  disabilities.  So  we  did  that. 

We  also  wrote  a  book,  which  actually  was  an  extension  of  my 
master's  thesis,  which  was  called  A  World  of  Options.   My  master's 
thesis  was  looking  at  how  international  exchange  programs  —  if  they 
included  disabled  people.   So  A  World  of  Options  book  started  off 
as  a  small  book  that  said,  Here  are  about  twenty- five  or  thirty 
different  exchange  programs,  and  how  they  are  or  should  be 
including  people  with  disabilities. 

We  also  started  giving  workshops  to  other  exchange 
organizations  on,  This  is  what  you  should  do,  and,  This  is  how  504 
affects  you,  and,  How  do  you  make  sure  that  your  programs  are 
accessible?  At  the  same  time,  we  also  started  applying  to  other 
USIA  grants,  where  we  started  to  do  things  —  like,  we  sent  a  group 
to  Germany.   And  we  would  hook  up  with  other  disability  groups,  so 
the  disability  groups  would  host  disabled  people  from  our  country. 
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They'd  share  information  about  disability  rights  and 
discrimination  and  all  the  things  we  had  in  common,  what  the 
strategies  were  that  were  working.  And  then  the  next  year  they 
would  send  us  a  group. 

And  we  started  doing  programs  with  Germany,  with  Costa  Rica. 
Years  later,  we  did  programs  with  the  newly  independent  states—we 
were  sending  people  to  Azerbaijan,  to  Bulgaria.   We  had  groups 
going  on  canoes.   We  had  disabled  people  go  camping  in  Siberia  and 
go  on  river  rafting  trips  and  cook  their  own  food  and  meet  with 
disability  groups  and  have  discussions.   There  was  an  outdoor 
adventure  component  to  our  exchange  program. 

So  it  was  very  much  trying  to  hook  disabled  people  in  our 
country  with  disabled  people  there.   We  talked  about  strategies 
for  human  rights.   All  our  groups  were  always  cross-disabilities, 
so  we  had  people  who  were  blind,  who  were  deaf.   So  here  were  all 
these  people,  not  only  learning  about  other  disabilities,  other 
people  in  their  group,  but  they're  all  suddenly  in  Moscow,  trying 
to  learn  another  language,  trying  to  deal  with  inaccessibility. 

That  sort  of  became  the  basis  of  the  ongoing  exchange.   We 
had  exchange  for  youth,  for  kids  who  were  under  twenty-one.   We 
had  exchange  for  young  adults;  we  had  exchanges  for  professionals. 
Again,  the  professionals  were  usually  professionals  who  were 
working  in  independent  living  centers  or  people  like  from  DREDF 
and  human  rights  people  who  would  go  and  do  consulting  in  places 
like  Australia,  New  Zealand,  Vietnam.   And  they  were  really  trying 
to  do  exchanges,  but  on  a  more  professional  level,  that  dealt  more 
with  policy. 

Through  the  years,  we  wrote  several  books.   We  wrote  a  book 
on  women  with  disabilities  called  Loud,  Proud  and  Passionate.   We 
organized  two  hundred  and  fifty  women  to  go  to  the  Beijing  Women's 
Conference,  which  was  the  biggest  group  of  disabled  women  ever  to 
be  at  the  conference.   We  lobbied  to  get  disabled  women's  language 
in  the  platform  of  action  for  the  U.N.  Conference  on  Women.   We 
just  started  expanding  everything  from  exchanges  to  consultants  to 
books  to  videos,  on  and  on  and  on.   So  it  just  went  from  that 
small  idea. 

But  I  think  the  constant  idea  was  always  to  ensure  that 
people  with  disabilities  were  having  the  same  rights  as 
nondisabled  people  in  all  sorts  of  exchanges.   And  we  also  felt 
that,  just  like  there  are  exchanges  of  scientists  and  there  are 
exchanges  of  mathematics  teachers  or  whatever,  that  there  needs  to 
be  exchanges  that  are  particularly  exchanges  for  people  who  are 
interested  in  disability  rights.   I  think  that  we  pioneered  that 
because  we  were  the  only  exchange  organization  that  was  really  run 
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by  disabled  people.   We  wanted  to  make  sure  that  information 
happened. 


Women's  Conference  at  Beijing,  1995 


Cowan:    Did  you  say  you  changed  the  language,  the  women's  language  at  the 
UN  conference?  What  did  you  mean  by  that? 

Sygall:   Well,  the  United  Nations  had  the  big  conference  for  women  in 
Beijing.   It  was  called  the  Fourth  World  Conference  on  Women. 
There's  a  document  that  they  produce  at  that  conference  called 
"The  Platform  of  Action."  That's  considered  the  blueprint  for  the 
agenda  for  women  in  the  next  whatever,  the  next  several  years  or 
next  century.   Governments,  at  the  end  of  that  UN  Conference,  vote 
to  accept  that  document.   It's  a  very  long  document. 

Literally,  for  a  year  before,  people  start  working  on  the 
language  on  Paragraph  4,  Section  3--what  is  it  going  to  say?   Each 
group  lobbies  to  get  their  issues  in  there.   We  went  to 
conferences  in  Vienna  and  in  New  York,  working  on  the  regional 
level  and  then  on  the  North  American  level  to  ensure  that  when 
they  talked  about  education,  we  could  get  a  line  in  there  that 
said,  "Disabled  girls  need  to  have  equal  access  to  education."   Or 
if  it  was  about  health  care,  to  say  something  about  disabled  women 
or  about  discrimination. 

So  our  job  is  to  constantly  make  sure  that  the  issues  for 
disabled  women  are  included.   At  the  end,  we  worked  with  other 
disabled  women's  groups  in  other  countries.   There  were  actually 
five  of  us  in  Vienna,  women  from  a  World  Blind  Union  and  another 
one  from  the  European  union.   We  were  only  five  women  at  the  whole 
conference  in  Vienna,  which  was  the  North  American  conference,  a 
pre-conference  to  Beijing. 

So  we,  the  five  of  us  got  together.  Actually,  we  were  in  a 
little  Viennese  wine  cellar  bar,  eating  schnitzel,  and  here  were 
five  of  us,  five  disabled  women- -several  were  blind  and  myself-- 
and  trying  to  think,  like,  it's  up  to  us  to  get  the  language  in 
for  the  North  American  part  of  this.  And  then  all  the  different 
regions  put  their  language  together. 

It  was  amazing.   The  five  of  us--we  went  to  all  the 
different  countries  and  found  out  who  their  representatives  were 
and  lobbied  them.   At  this  cafe  we  decided  that  we  would  work  as  a 
loose  affiliation  of  women  with  disabilities  around  the  world.   We 
made  up  a  name  at  that  dinner.   Of  course,  we  were  laughing  and 
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giggling  and  that  kind  of  thing.   We  called  it  WILD,  which  is 
actually  a  name  that's  being  used  a  lot  now.   It  was  Women's 
International  Linkage  on  Disability. 

Now  there's  actually  a  Cal-WILD,  which  is  the  California 
women  who  organized  to  get  to  Beijing.   Years  later,  at  MIUSA 
[Mobility  International-USA],  we  did  a  women's  leadership  training 
program.   We  called  it  the  WILD  Institute.   It  was  Women's 
Institute  on  Leadership  and  Disability.   And  so  from  that  little 
meeting—we  started  a  whole  women's  leadership  program  which  was 
then  followed  by  a  women's  program  on  Micro  Credit  for  disabled 
women  the  following  year. 


More  on  MIUSA  Exchange  Programs  and  Funding 


Sygall:   Even  on  our  inbound  exchanges,  if  a  group  either  came  from  Mexico 
or  came  from  another  country,  they  tended  to  stay  for  three  to 
four  weeks  in  Eugene,  and  they  all  lived  with  home-stay  families, 
so  that  was  another  big  component.   We  sent  groups  abroad,  and 
groups  came  to  us.   They  tend  to  stay  with  families  which  is, 
again,  part  of  the  people-people  kind  of  contact.   We  had  anywhere 
from  two  to  four  weeks  of  programming. 

We  would  program  anything  from  seminars  on  disability  rights 
to  having  people  like  Mary  Lou  [Breslin]  from  DREDF  come  and  talk 
about  how  to  do  community  organizing,  talk  about  legislation,  talk 
about  policy.   We'd  always  have  one  night  where  it's  disabled 
women's  night,  where  disabled  women  would  just  separate  from  the 
men  and  have  these  wild  kind  of  talks,  serious  and  fun. 

We  did  things  like  challenge  courses,  where  disabled  people 
would  do  ropes  courses,  this  whole  elaborate  thing,  just  like  an 
outdoor  challenge  course,  which  many  people  from  other  countries 
were  asked  to  do,  and  they  could  never  imagine  they'd  be  forty 
feet  up  in  the  trees. 

We  had  enough  adaptive  equipment  that  it  didn't  matter  what 
your  disability  was.   You  would  be  able  to  do  it.   Because  we 
never  would  do  any  activity  that  would  ever  leave  anyone  out.   We 
went  rafting  and  horseback  riding  and  visited  legislatures  in 
Salem,  the  capital  of  Oregon,  and  just  basically--!  guess  the  goal 
was,  What  can  you  do  in  four  weeks  to  create  an  environment  where 
people  felt  a  sense  of  disability  pride.   And  they  understood  the 
difference  between  internal  and  external  oppression,  they 
understood  women's  and  girls'  issues  of  gender,  they  could 
experience  a  series  of  recreation  and  sports  opportunities  to 
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redefine  what  they  could  do,  and  they  could  just  try  something 
different. 

We  did  a  lot  of  exercises  to  build  teamwork  amongst  people. 
We  obviously  had  a  few  cultural  things,  so  they  could  get  a  little 
feel  for  the  U.S.   They  lived  with  families.   And  they  tried  to 
learn  skills  like  leadership  skills,  how  to  be  a  leader,  how  to 
organize  for  change,  how  people  make  changes  in  different 
countries.   I  mean,  basically,  we  had  four  weeks  to  sort  of  arm 
people  with  everything  we  thought  they  could  do,  both  for 
themselves  personally  as  well  as  very  concrete  skills  that  they 
could  then  take  back  to  their  community  and  then  make  changes. 

Cowan:    Do  you  support  them  when  they  get  back  to  their  community?   Are 
you  a  link  that  they  can  call  on  to  say,  "How  did  you  do  that? 
How  can  I  do  that  here?  How  can  I  make  tree  climbing  and  river 
rafting  and  horseback  riding  happen  in  my  country?" 

Sygall:   Right.   We  did  that,  and  a  lot  of  it  also  was  how  can  they  go  back 
and  get  disabled  kids  in  regular  schools  and  how  can  they  go  back 
and  change  legislation.   We  stayed  in  contact  with  them.   If  we 
had  funding,  we  were  able  to  go  back  to  their  countries  and  do 
more  follow-up.   In  some  of  the  professional  exchanges,  they  could 
invite  us  and  they  organized,  like,  a  hundred  people  in  this  city 
and  a  hundred  people  in  that  city,  and  we  would  come  and  then 
train  hundreds  of  people  in  different  parts. 

Some  of  them  came  back  and  were  interns  with  us,  so  then, 
rather  than  being  a  participant,  they  came  back  and  worked  for  two 
or  three  months  on  how  to  organize  the  activities.   Some  of  them 
got  scholarships  and  came  back  to  the  University  of  Oregon  to 
learn  more  English. 

One  woman,  Alicia  Contreras,  was  a  participant  on  a  Mexico 
program.   Then  she  came  back  and  did  an  internship,  I  think,  for 
six  months,  but  I  think  she  wound  up  extending  it  and  stayed  in 
Eugene  for  a  year.   Then  she  got  a  scholarship  to  the  University 
of  Oregon  in  the  English  Institute.   Then  we  wanted  to  send  a 
group  to  Mexico,  and  she  became  the  coordinator  in  Mexico  and 
hosted  a  group  for  two  years. 

Then  she  decided,  besides  hosting  groups,  she  wanted  to 
organize  a  disabled  women's  group,  and  we  got  her  in  touch  with 
the  Global  Fund  for  Women,  and  then  she  got  funding,  and  now  she 
runs  a  disabled  women's  group.   They  just  got  a  van.   She  applied 
for  other  kinds  of  funding.   She's  just  a  major  leader  now  in 
Mexico. 
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And  that's  not  uncommon.   I'm  not  saying  that  because  they 
came  to  us,  that's  why  they're  leaders.   Obviously,  they  were 
leaders  already,  potential  for  leaders.   But,  you  know,  we've  had 
a  lot  of  people  in  different  countries  who,  I  think,  just  like  I 
got  a  boost  with  the  Rotary  scholarship  and  later  on  I  got  a 
Kellogg  National  Fellowship,  it's  like--I  think  people  who  are 
already  moving  in  that  direction- -we  create  an  environment  and 
skills  and  contacts,  and  then  they  just  trampoline  up  to  the  next 
level.   I  think  that's  what  it's  about. 

Cowan:    You're  kind  of  speaking  in  past  tense.   Are  those  programs  you 
did,  or  are  they  programs  you  still  do? 

Sygall:   Well,  all  the  exchanges  we  do,  we  do  every  year.   We  have  usually 
a  few  hundred  people.   Last  summer  we  had  a  program  where  we  had, 
for  the  first  time,  we  had  teenagers  with  parents,  not  necessarily 
their  own  parents,  from  all  over  the  world,  so  teenagers  could 
talk  about  their  issues,  and  families  with  disabled  kids  could 
talk  about  their  issues.   That  was  our  first  Parent /Teen  Exchange 
Program. 

We  also  have  a  grant  from  the  U.S.  Information  Agency  that 
made  us  the  National  Clearinghouse  on  Disability  Exchange  [NCDE] , 
so  we  continue  to  do  our  own  programs,  but  we  also  are  doing  very 
intensive  work  with  all  of  the  international  exchange  programs  to 
make  sure  that  they  include  more  disabled  people.   We're  the 
bridge  between  the  disability  community  and  the  international 
exchange  community. 

We  just  had  a  campaign  through  our  National  Clearinghouse 
that  the  disabled  students'  officer  in  every  university  would  meet 
with  the  study  abroad  person  and  talk  about  why  there  weren't  more 
disabled  people  going  and  studying  abroad,  and  how  the  study 
abroad  people  could  get  more  people  going  on  their  programs. 

Cowan:    Is  this  two  separate  organizations  you're  talking  about? 

Sygall:   No.   The  National  Clearinghouse  is  a  project  of  Mobility 

International  USA.   Actually,  I'll  give  you  a  brochure  to  help 
work  it  out.   So  if  we  were  to  say  all  the  different  parts  right 
now  of  Mobility  International  USA,  one  is  with  the  National 
Clearinghouse  and  Disability  Exchange,  and  that's  the  part  where 
we  don't  run  exchanges  but  our  job  is  to  increase  the  number  of 
disabled  people  in  all  types  of  exchanges,  and  make  sure  that  the 
disabled  people  know  about  the  vast  variety:  you  can  work  abroad, 
you  can  study  abroad,  you  can  get  Fulbright  scholarships,  research 
abroad—all  the  opportunities  are  available. 
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We  also  educate  disabled  people  and  people  who  work  with 
disabled  people  about  what's  possible,  and  work  with  the 
international  exchange  programs  so  they  understand  what  their 
obligations  are  under  the  Americans  with  Disabilities  Act,  under 
[section]  504,  and  also  work  in  a  proactive  way  to  get 
international  exchange  programs  to  be  more  diverse.   That's  the 
National  Clearinghouse.  We  have  our  own  publications. 

We  also  have  our  international  disabled  women's  projects. 
That's  the  project  that  did  an  international  leadership  program 
for  women  with  disabilities.   We  just  finished  a  Micro  Credit 
seminar  for  women  with  disabilities  from  Africa  and  Asia  and  Latin 
America. 

Cowan:    What  does  that  mean,  Micro  Credit? 

Sygall:   Micro  Credit  is  the  ability  for  women  to  access  credit  so  that 

they  can  start  their  own  careers,  they  can  start  their  own  small 
businesses,  usually.   Micro  Credit  is  usually  women  getting  small 
loans  that  can  start  them  off,  whether  it's  opening  a  kiosk  or 
selling  something  or  whatever  business  that  they  think  of.   We 
know  that  in  many  countries  where  women  don't  have  a  lot  of 
resources,  by  borrowing  a  small  amount  of  money—especially  women 
who  can't  usually  get  access  to  credit  —  that  instead  of  just 
working  for  somebody  else  at  very,  very  poor  wages—they  can  then 
start  their  own  opportunities. 

It  has  been  proven  that  women  who  borrow  money,  usually  from 
small  loans,  have  a  98  percent  return  rate.   There's  a  thing 
called  the  Grameen  Bank  that  started  in  Bangladesh  and  has  done 
that.   But  we  knew  that  very  few  disabled  women  knew  about  it,  and 
many  times  disabled  women— like,  what  are  the  chances  of  someone 
encouraging  a  blind  woman  to  do  this? 

Many  of  the  Micro  Credit  programs— there  are  many,  many 
different  types,  but  there  would  be,  like,  five  women  together  and 
every  one  of  them  has  to  pay  back  the  loan,  so  it's  like  a 
solidarity  group.  Again,  we  want  to  ensure  that  disabled  women 
were  being  encouraged  to  do  this.   We  had  a  very  successful 
conference  on  Micro  Credit  for  disabled  women.   So  we  have  a  whole 
disabled  women's  section  at  MIUSA  that  we've  done  lots  of 
different  programs  on.   We  have  lots  of  publications  for  and  about 
women  with  disabilities. 

Then  we  also  have  our  exchange  programs . 
Cowan:    That's  the  study  abroad? 
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Sygall:   Besides  the  clearinghouse,  there  is  the  exchange  component.   Last 
year  we  sent  a  group  to  Mexico.   Right  now  I  have  a  group  of 
professionals  in  Japan.   We're  going  to  send  another  group  to 
Mexico  next  year.   We  either  have  groups  coming  into  the  United 
States  that  we  organize  all  the  activities,  we  do  all  the  home 
stays,  we  plan  everything;  or  we  recruit  from  throughout  the 
United  States  and  send  people,  to  China,  Bulgaria,  Mexico-- just 
depending;  every  year  it  changes. 

Then  we  have  a  newsletter  and  we  have  memberships.   We  just 
have  some  of  the  general  things  that  keeps  our  organization  going. 
And  now,  in  addition  to  that,  we're  having  more  of  our 
international  development  section.   We  just  joined  another 
umbrella  organization  called  Interaction,  which  is  an  umbrella 
organization  that  deals  with  all  the  programs  —  like  Save  the 
Children,  World  Vision—that '  s  trying  to  do  everything  from 
emergency  relief  to  alleviating  hunger.   People  who  work  in  what 
we  call  in  the  field,  development. 

We  are  really  the  first  disability  consumer-run  organization 
to  join  that  whole  umbrella  organization.   What  we  already  started 
to  do  is  say,  When  you  go  out  and  do  all  your  programs,  are  you 
including  disabled  people?   We  were  at  the  Interaction  conference, 
and  they  were  talking  about  the  most  progressive  programs  for 
girls  in  Africa  and  Asia  and  Latin  America  because  a  lot  of  times 
girls  don't  get  the  same  education.   We  asked  those  three  experts, 
"What  are  you  doing  for  disabled  girls?"   They  all  went  completely 
silent  because  they  hadn't  even  thought  of  including  disabled 
girls. 

So  in  some  way  what  we're  doing  with  Interaction  and  getting 
into  this  whole  development  field  is--I'm  talking  about  Bosnia  and 
Vietnam,  in  terms  of  development  programs.   It's  sort  of  like 
where  we  were  back  in  1983  with  the  international  exchange 
community.   In  1983  the  international  exchange  community  hardly 
had  any  disabled  people  in  them,  never  thought  about  disability, 
didn't  even  understand  what  their  legal  obligation  was. 

Now--I  mean,  every  exchange  program  has  at  least  a  few 
disabled  people.   They  at  least  understand  that  they  have  a  legal 
obligation.   We  have  a  very  long  way  to  go,  but  it's  not  new.   Now 
I  think  with  an  organization  like  Interaction  and  working  with  all 
the  development  organizations,  now  we're  sort  of  doing  what  we  did 
for  the  exchange  community  with  the  international  development 
community. 
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Cowan : 


Sygall: 


I  want  to  just  continue  on  that  thought, 
what  you  mean  by  development  programs? 


Would  you  just  explain 


Cowan: 
Sygall: 


Well,  it's  funny  you  would  ask  that  because  we  were  trying  to  get 
a  definition  for  development,  and  we  realized  there  wasn't  any 
real  good  definition.   Development  programs  is  maybe  a  bit  of  a 
jargon  phase.   Sometimes  it's  people  who  are  working  in  what  you 
call  developing  countries  or  resource-poor  countries  or  whatever 
the  correct  term  is,  to  do  whatever  strategies  or  use  resources  as 
necessary  to  improve  the  quality  of  life.   Or  some  other  people 
say  it  would  be  to  enable  the  country  to  reach  its  potential. 
Some  people  would  say  it's  to  somehow  make  the  resources  around 
the  world  more  equal  because  sometimes  people  have  felt  that  those 
countries  have  less  because  some  of  the  political  situations  and 
the  economic  inequalities  that  exist  between  the  countries. 

So  development  usually  has  to  do  with  working  on  the 
environment,  working  on  hunger,  working  on  agriculture  to  make 
sure  there's  enough  food,  working  on  education  systems  to  make  it 
better,  capacity  building,  enabling  organizations  there  to 
continue.   Sometimes  it's  called  working  on  citizen  participation, 
the  ability  to  enable  the  people  in  that  country  to  organize  in  a 
way  that  they  can  make  a  difference  in  their  communities. 

I  guess  it  has  to  do  with  many  different  types  of  strategies 
and  use  of  resources  to  increase  the  quality  of  life  and  increase 
the  levels  for  people  in  that  country.   It's  a  very  controversial 
term.   I'm  not  even  comfortable,  really,  giving  you  a  real 
definition  because  it's  a  real  politically-loaded  term, 
depending,  I  think,  on  which  side  of  the  fence  you  sit  on. 

But  for  us,  I  think,  it  means,  in  terms  of  disability,  is 
what  we  can  do  with  organizations.   If  they  say,  "Let's  do  a 
literacy  program  for  everybody  or  for  women,"  is  that  literacy 
program  that  they're  about  to  do  going  to  include  disabled  women, 
or  is  it  going  to  be  on  the  third  floor?   Are  they  actually  going 
to  find  women?   If  they're  putting  up  a  health  clinic,  is  the 
health  clinic  going  to  deal  with  people  with  disabilities?   If 
they're  putting  in  roads  and  infrastructure,  is  it  going  to  be 
accessible? 

How  do  you  do  that,  exactly? 

The  organization  on  the  United  States  side  who  deals  with 
development  is  the  organization  called  the  Agency  for 
International  Development,  or  AID.   They  just  developed  a  new 
disability  policy,  which  is  the  first  time  they've  ever  even  had 
one,  because  a  lot  of  disabled  people  have  now  started  to  put 
pressure  on  them  to  think  about  it.   Mostly  what  AID  does  is 
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contract  with  NGOs,  with  nongovernmental  organizations,  like  CARE 
or  Save  the  Children  or  Oxf am—all  those  kinds  of  things.   They 
contract  with  them,  plus  these  organizations  get  other  money  to  do 
whatever  work  they're  doing,  whatever—agriculture,  health, 
education. 

But  we're  pretty  convinced  that  those  organizations  are  not 
very  savvy  about  disability,  and  unless  we  do  some  kind  of 
intervention  there,  they're  going  to  continue  to  do  development 
programs  that  aren't  inclusive  of  disabled  people. 

Cowan:    So  you  call  them  up  and  say,  "Can  we  see  your  plans?" 

Sygall:   We're  working  with  AID  a  bit  on  their  policy.   We  just  sent 

somebody  to  go— AID  has  missions  around  the  world— to  go  talk  to 
their  mission  directors.   Then  we  go  to  Interaction.   We're  doing 
workshops.   We  go  to  different  countries  and  we  started  to  get 
contracts  with  some  of  those  organizations  who  say,  Yes,  we're 
doing  work  in  this  country,  in  Bosnia  or  Vietnam.   Will  you  come 
in  and  help  us  make  sure  that  our  programs  are  inclusive?   Or  we 
want  to  do  a  program  with  disabled  people.   Maybe  they  do  do 
programs  with  disabled  people  but  it  is  more  like  a  sheltered 
workshop  kind  of  a  program  and  not  an  empowerment  program. 

We're  just  beginning  on  this  whole  thing.   Part  of  it 
reflects  back  to  the  question  you  asked,  "What  do  you  do  to 
support  these  people?"   After  we  do  an  exchange,  even  with 
everything  that  we  can  do,  the  development  program  being  where  the 
exchange  leaves  off.   We  got  people  trained.   They're  excited 
about  it;  they  have  some  skills;  they're  doing  training,  small 
trainings  in  the  community;  but  now  it's  going  back  and  working 
with  their  governments  and  their  policy  people  and  with  other  NGOs 
who  are  in  their  countries.   I  mean,  it's  now  on  the  next  step  to 
work  making  fundamental  changes  in  how  things  are  done. 

There's  millions  and  billions  of  dollars  that  go  into 
development  in  other  countries  every  year,  and  yet  now  the 
disability  community  is  finally  having  a  say  in  what  happens  to 
those  countries. 


The  Role  of  the  ADA  and  504  in  International  Programs 


Cowan:    You  mentioned  504  a  ways  back.   How  did  you  use  that? 

Sygall:   Even  in  international  exchange,  I  mean,  if  some  of  these 

organizations  get  any  kind  of  federal  funding,  if  they  were  any 
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way  discriminating  against  disabled  people  —  it's  very  complicated; 
I  won't  go  into  it- -when  they're  hosting  people  in  the  U.S.,  all 
the  foreign  people  are  covered  here.   And  there  are  some 
implications  that  their  application  has  to  be  open  to  everybody, 
that  they  have  to  make  some  effort  for  disabled  people  who  want  to 
go  abroad  to  study  or  work,  to  make  sure  that  they  have  the  same 
opportunities.   It's  very  complicated. 

We  also  know  with  AID  that  if  there  are  certain  things  that 
both  ADA  and  504  have  to  do  with  if  we're  giving  aid  to  other 
countries,  can  we  give  aid  to  build  inaccessible  buildings  when 
you  can't  do  that  in  the  United  States  if  it's  government  money, 
if  the  U.S.  is  contracting  with  someone.   There's  a  lot  of  grey 
areas.   But  we  did  know  when  we  visited  Saipan--Saipan  is  covered 
by  the  ADA,  and  someone  had  built  a  school  using  U.S.  money  that 
wasn't  accessible.   That  was  definitely  against  the  law. 

So  there  are  some  things- -working  with  DREDF,  the  Disability 
Rights  Education  Defense  Fund,  to  help  us  figure  out  where  the 
jurisdiction  is  internationally  with  these  laws.   And  it  might 
mean  some  new  kinds  of  things  passed  around  our  foreign  policy. 

But  one  of  the  things  that  we  know  is  that  we  want  to 
support  other  disability  groups  in  other  countries,  too.   We  have 
made  friends  now  all  over  the  world  because  we  were  doing  this  for 
twenty  years,  so  what  can  we  do  to  support  them? 

[tape  interruption] 

Cowan:    Could  you  say  a  little  bit  more  about  how  the  ADA  and  504  fit  into 
and  affect  the  programs  that  you  work  with? 

Sygall:   Well,  in  terms  of  international  exchange,  first  of  all,  people 
from  other  countries  who  come  here  are  covered  by  the  ADA. 
There's  a  certain  extent  that  we  want  to  let  people  know  in  other 
countries  that  when  they  come  to  the  U.S.,  there's  a  lot  of 
services  that  they  can  have—they  can  get  interpreters,  if  they're 
in  school,  and  other  things  that  disabled  students  get. 

In  terms  of  going  overseas,  the  application  process  has  to 
be  open,  and  nobody  can  be  denied  an  opportunity  for  an 
international  exchange  program,  for  instance,  based  on  someone's 
preconceived  notion  of  what's  possible.   For  example,  if  I  called 
up  an  organization  and  said  I  wanted  to  go  to  a  work  camp  in 
Zimbabwe,  and  someone  said,  "Oh,  you  can't  do  that  because  it's 
too  difficult  to  get  around  in  Africa  and  nothing  is  accessible," 
and  I  say,  "Well,  I  know  that  and  I  think  I  can  think  of  some 
creative  solutions,  and  disabled  people  obviously  live  in  Zimbabwe 
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and  they're  getting  around,  so  there  must  be  ways  to  do  things," 
and  they  say,  "No,  no,  no.   I'm  sorry,  we  don't  take  people  in 
wheelchairs."   I  mean,  that  would  be  a  violation.   A  U.S. 
organization  can't  deny  your  application.   It  doesn't  mean  that 
they  necessarily  have  to  make  everything  accessible,  obviously, 
over  there.   So  it's  a  very  complicated  thing,  but  we  have  a  whole 
booklet  on  how  the  ADA  affects  international  exchange  programs. 

Now,  on  international  development,  again  because  we're  now 
just  beginning  to  look  at  what  are  the  mandates  for  the  U.S. 
government  in  terms  of  if  we  give  aid,  can  our  aid  be  used  to  do 
things  like  build  an  accessible  building?  Or  if  AID  gives  money 
to  an  NGO  to  do  a  literacy  program  and  a  deaf  woman  shows  up,  are 
they  required,  as  an  NGO,  because  they're  getting  U.S.  money,  to 
make  that  program  accessible  to  her? 

So  there  are  lots  of  things  that  we're  still  finding  out. 
We're  by  no  means  the  expert  on  the  ADA  in  terms  of  how  it  affects 
things  internationally,  but  we're  starting  to  find  it  out.   And 
also  this  is  the  first  time  people  are  starting  to  ask  questions 
about  it. 

Cowan:    So  do  you  do  a  little  training?   People  are  interested  in  knowing 
how  they  can  have  ADA-style  legislation  in  their  own  countries? 

Sygall:   Yes.   One  of  the  things  that  we  do  when  people  come  on  exchanges, 
as  well  as  when  we  do  consulting  overseas,  is  we  talk  about  what 
the  ADA  is,  and  some  of  those  countries  do  have  already  some  civil 
rights  laws,  but  if  they  want  to  work  on  them  or  some  places  who 
don't  have  laws--we  do  that  by  working  with  organizations  like 
DREDF  and  others  who  specialize  in  policy. 

A  lot  of  times  what  we  do  is  we  do  lots  of  types  of 
programs,  and  we  bring  in  lots  of  consultants  from  the  disability 
movement,  depending  on  what  people  are  interested  in. 

Cowan:    In  MIUSA,  when  you  first  began,  it  was  national  exchange  programs. 
You  just  did  it  within  the  country.   Is  that  right? 

Sygall:   All  our  programs  are  international. 
Cowan:    From  the  beginning? 

Sygall:   From  the  beginning.   Every  time  we  do  a  program,  if  we're  hosting 
people,  we're  always  hosting  people  from  other  countries  coming  to 
the  U.S.,  which  can  include  a  few  people  from  the  U.S.,  but  the 
group  might  be  from  all  over  the  world  and  people  from  the  U.S., 
which  is  called  a  multilateral  program,  so  you  have  people  from 
Zimbabwe,  Mexico,  Japan- -all  over  the  place,  including  disabled 


people  from  the  U.S. 
inbound. 


That's  called  a  multilateral  program 


If  we  send  a  group  outbound--it ' s  U.S.  people  going 
outbound—we  always  recruit  nationally  from  the  United  States.   We 
recruit  cross-disability  and  maybe  all  the  people  go  to  Japan  or 
all  the  people  go  to  Mexico  or  Azerbaijan  or  wherever.   So 
everything  we  have  to  do  in  MIUSA  is  international. 


Cowan:    Okay. 

Sygall:   Always  international  because  that's  our  mission, 
that  we  do  only  international  work. 


Our  mission  is 


Staff,  Funding,  and  Future  Plans 


Cowan:    How  do  you  get  your  funding  now? 

Sygall:   We  get  our  funding—we  continue  to  get  our  money  from  the  U.S. 

Information  Agency.   We've  gotten  money  from  some  foundations  in 
the  past,  like  the  Kellogg  Foundation,  which  unfortunately  is 
ending.   And  we've  gotten  small  grants  and  other  small  donations. 
We  do  fundraising  and  sell  a  little  bit  of  our  publications  and 
scrounge,  like  all  other  good  nonprofits  do,  and  we  constantly 
have  to  look  at  funding. 

I  guess  the  important  thing  is  that  we  always  offer 
scholarships,  so  the  people  that  we're  targeting  are  people  who 
don't  have  money.   A  lot  of  times  when  we  have  a  program  to  Mexico 
and  other  places,  we  are  targeting  youth  who  are  disabled  who  are 
also  of  minority  background.   So  that  was  our  target  population, 
and  some  of  the  people  paid,  like,  maybe  a  hundred  dollars  or  so 
for  three  weeks  in  Mexico. 

We  just  sent  a  group  to  Japan  for  almost  two  weeks,  a 
professional  exchange,  and  I  think  they  had  to  get  to  Portland  and 
pay  a  few  hundred  dollars.   A  lot  of  our  youth  programs  and 
women's  programs—we  have  women  from  Africa  — some  of  them  paid  as 
little  as  seventy-five  dollars  for  the  whole  program,  and  we  flew 
them  from  Zimbabwe— all,  everything,  for  three  weeks,  and 
insurance  and  everything. 

So  our  programs  are  very,  very  low-cost.   Everyone  pays 
something,  but  a  lot  of  times  it's  very,  very  minimal.   I  mean, 
that's  who  we  target.   We're  targeting  people  with  disabilities, 
whether  they  have  money  or  not. 
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Cowan : 
Sygall: 


How  much  staff?   Do  you  have  a  lot  of  people  on  staff? 


Cowan: 
Sygall: 


Cowan: 
Sygall: 


Cowan: 


When  we  started  it  was  myself  and  Barbara,  but,  as 
last  year,  I  believe,  left  before  we  did  the  first 
then  for  a  while  it  was  myself  and  another  woman, 
two  of  us  for  years,  and  then  it  was  three  of  us. 
done  a  lot  of  work  with  us  when  it  was  three  of  us 
She  now  is  a  consultant.   And  so  most  years  it  was 


I  say,  Barbara 
program.   And 
It  was  one  or 
Cindy  Lewis  has 
for  many  years, 
two  and  three 


and  four  people.   We  were  very,  very  small,  doing  all  this. 

And  just  now,  with  the  National  Clearinghouse,  that  enabled 
us  to  get  a  few  more  staff,  and  right  now--the  last  two  years, 
we're  the  highest  we've  ever  been.   It  went  from  three  or  four 
people  and  now  we're  close  to  ten  full-time.   I'm  not  sure  how 
long  we'll  stay  like  that,  because  we  just  lost  a  big  grant. 

It's  amazing  that  you  did  all  of  that  with  so  few  people. 

Yes.   We  do  so  much  with  very  little  money  and  we  do  so  much  with 
very  little  staff.   We  all  work  very  hard.   I  think  part  of  it  is 
I  think  being  a  little  bit  overboard  on  the  "idea"  thing  and  kind 
of  high  on  talking,  getting  so  caught  up  in  all  the  things  that  we 
can  do.   Like,  the  women's  program  we  started  planning  it.   We  had 
no  funding  to  do  it.   We  just  went  and  we  were  going  to  do  it. 

We're  also  able  to  do  a  lot  because  we  use  home  stays,  who 
don't  get  paid,  in  the  community.   We  have  a  lot,  a  lot  of  people 
who  volunteer,  and  a  lot  of  people  in  the  Eugene  community,  and 
lots  of  places.   Some  of  our  dear  friends  at  DREDF  who  have  gone 
with  us  to  Australia  or  Vietnam  or  Bosnia,  like  Pat  Wright,  don't 
get  paid,  either.   Sometimes  we  do,  but  a  lot  of  times  people  are 
just  working  on  passion. 

Has  Diane  Schechter  remained  part  of  this? 

Diane  Schechter  never  was  part  of  MIUSA.   She  got  me  to  Australia. 
She  stayed  on  at  BORP  after  I  went  to  the  Rotary  scholarship,  and 
then  she  was  the  director  for  several  years,  and  then  she  went  to 
the  University  of  Oregon  for  her  master's  degree,  which  she  got, 
and  she  is  now  the  director  of  a  senior  center  and  has  been  for 
many,  many  years  in  Eugene,  a  very  well-known  and  respected 
director  who  is  married  and  has  two  children.   And  still  my  friend 
because  we  go  back  a  long  way. 

Certainly  a  long  way,  a  long-term  relationship.   Well,  what  are 
your  feelings  on  how  MIUSA  has  fulfilled  its  mission?  Do  you  feel 
that,  well,  you've  done  what  you  wanted  to  do  or  you're  just  at 
the  beginning  of  wanting  to  do? 
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Sygall:   I  think  in  terms  of  the  international  exchange,  I  feel  like 

there's  a  lot,  lot  more  we  have  to  do,  but  I  feel  there's  other 
organizations  who  are  beginning  to  do  this.   It's  beginning  to 
run.   It's  not  new  anymore,  but  there's  a  lot  that  has  to  be  done. 

I  think  in  terms  of  our  international  leadership  programs, 
we've  had  hundreds  and  hundreds  of  people  go  through  our  programs. 
I  can  go  to  so  many  countries,  and  I  still  get  letters  from  so 
many  people.   I  can  honestly  say  I  know  our  programs  touch 
people's  lives  every  time  they  go  through  them.   I  know  they're 
very,  very  powerful  programs.   I  feel  incredibly  grateful  to  be 
able  to  do  the  type  of  programming  that  I  know  just  touches 
people.   And  so  I  think  those  programs  need  to  go  on.   It's  my  job 
to  help  get  funding  for  them. 

But  for  me  personally  and  professionally  I  sort  of  feel  the 
next  direction  is  working  with  international  development 
organizations.   Personally,  I  think  I  always  have  to  go  to  new 
territory,  new  ground.   I  think  working  in  the  whole  international 
development  field  is  what  we  have  to  be  doing. 

Cowan:    Can  you  look  at  things  when  you  travel  and  say  things  have  really 
changed?   It's  easier?   It's  different? 

Sygall:   I  guess  it  depends  what  country  I'm  in.   When  I  fly,  I  fly,  if  I 

can,  U.S.  airlines  because  there's  the  Air  Carriers  Act  and  if  I'm 
taking  a  United  plane  to  Tokyo,  I  know  that  they  have  to  have  a 
certain  level  of  service  around  my  wheelchair  because  of  the  law, 
even  if  United  flies  to  Tokyo.   That's  not  to  say  there's  not  many 
horror  stories  about  what  they  do  and  don't  do.   They  do  some 
things  good,  and  some  things  they  don't. 

I  think  the  thing  that  has  changed  is  that  in  every  country 
there's  a  disability  movement.   There's  no  such  thing  anymore  as  a 
country  where  disabled  people  aren't  organizing  and  trying  to  make 
changes.   That  has  changed,  that  whole  thing  of  people  only  doing 
services  for  disabled  people.   Disabled  people  have  figured  out 
we've  got  to  do  some  stuff  ourselves  in  every  country.   What  we're 
trying  to  do  is  support  those  efforts  and  have  them  do  it. 

I  think  there's  more  awareness  that  disabled  people  should 
have  their  rights,  but  the  actuality  is  in  many  countries  —  they're 
so  far  away  from  having  their  rights,  it  doesn't  even  look  close 
yet.   Doesn't  even  look  close  to  me.  There's  such  a  long  way  to 
go.   But  I'm  amazed  at  how  many  places  that  I  can  go  and  meet 
disabled  people  from  another  country,  and  they  talk  the  same 
language:  we  have  to  have  our  own  rights,  we  know  what's  best  for 
us.   I  mean,  people—because  of  the  Internet,  because  of  people 
getting  books,  because  of  exchanges,  because  more  disabled  people 
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are  traveling—the  word  is  out,  and  now  people  are  just  trying  to 
think  of  strategies  and  what's  the  best  way  to  get  to  what  they 
want  to  have  happen. 

Disabled  people  in  each  country  are  deciding  for  themselves 
what  that  looks  like,  and  all  the  disabled  people  are  fighting 
amongst  each  other  and  other  countries,  the  same  as  they  are  here. 
I've  gotten  over  that  illusion  that  somehow  our  movement  would  be 
different  than  other  movements.   There's  still  a  lot  of  inside 
stuff. 

Cowan:   Every  country  has  a  disabled  rights  movement? 

Sygall:   Yes,  and  it  could  be  four  or  five  people  just  putting  together  an 
organization,  but  I've  never  been  a  place  where  I  haven't  found  at 
least  a  core  of  people  who  were  working  on  it.   Again,  it's 
amazing  how  the  same  philosophy  is  there.   I  do  think  that 
communication  and  exchanges  and  having  other  people  to  talk  to-- 
one  of  the  things  we  say  about  exchanges  is  you  can't  plan  on 
something  that  you  haven't  imagined.   So  if  someone  is  in  another 
country,  it's  very  hard  to  dream  that  someday  their  transportation 
system  will  be  accessible.   Or  if  someone  has  never  seen  disabled 
kids  in  a  regular  school  and  they  don't  know  that  that's  possible, 
it's  hard  for  them  to  strategize  about  it. 


Opening  Possibilities  through  Exchange  Programs 


Sygall:   So  a  lot  of  what  MIUSA  exchange  does  is  to  give  people  the  glimpse 
of  what  is  possible.   Again,  a  lot  of  times  I  get  glimpses  of 
what's  possible  in  their  countries.   I  don't  want  to  make  it  sound 
like  it's  a  one-way  street.   But  once  you  have  that  glimpse,  then 
disabled  people  and  their  allies  in  that  country  can  figure  out 
what  they  want  and  how  they  can  get  there.   But  a  lot  of  times 
people  are  blown  away  by--you  know,  severely  disabled  kids  in 
regular  schools,  and  you  have  a  bus  system  and  everything  is 
accessible,  and  there  are  ramps,  and  people  who  are  deaf  have  sign 
language  interpreters,  and  people  who  are  blind  are  on  computers. 

I  mean,  to  me,  and  that's  where  a  lot  of  power  is,  is  giving 
people  an  idea  of  what's  possible.   A  lot  of  things  that  have  to 
do  with  low  technology,  too.   Buses  don't  necessarily  have  to  have 
hydraulic  lifts  to  be  accessible.   There's  low-tech  accessibility, 
too.   I  think  that  once  people  see  what's  possible,  then  they  get 
motivated  and  excited. 
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I  know  there  was  once  a  group  of,  I  think  from  Russia, 
special  education  teachers  who  had  been  taught  that  disabled  kids 
have  to  be  in  separate  schools.   That's  what  they  taught.   They 
were  the  heads  of  their  whole  country  in  that,  and  they  came  and 
saw  some  schools  in  Eugene  where  all  the  disabled  kids  obviously 
were  included  and  integrated.   I  was  at  a  debriefing  session,  and 
they  were,  like,  our  head  tells  us  that  disabled  kids  should  be  in 
special  schools.   That's  what  we've  taught;  that's  what  we're 
experts  on.   But  I've  just  seen  all  these  "severely  disabled"  kids 
in  regular  school,  and  my  heart  now  tells  me  that  what  I've  been 
doing  for  the  last  twenty  years  has  been  wrong. 

Those  are  just  a  lot  of  insights  that  come  from  that. 
Anyway,  there's  so  much  to  do.   It's  also  interesting  to  see--I 
talked  a  lot,  actually,  in  Mary  Lou's  class  about  culture,  that  a 
lot  of  times  people  will  say,  "Well,  we  don't  do  that  in  our 
culture."   I  gave  a  very  firm  answer  to  that,  that  I  don't  think 
there's  any  culture  that  you  can  say,  "Well,  in  our  culture 
disabled  kids  are  treated  differently  or  they're  very  passive"  or 
"in  our  culture  we  don't  stand  up  for  our  rights." 

So  many  people  are  very  quick  to  say,  "We  don't  do  that  in 
our  culture.   It's  different  in  our  culture.   You  don't  understand 
our  culture."   I  think  what  we're  talking  about  is  not  a  cultural 
issue;  it's  a  human  rights  issue.   It's  a  dangerous  term,  I  think, 
that  people  sometimes  use  as  an  excuse.   And  usually  it's  not 
disabled  people  who  come  up  with  "it's  not  our  culture,"  though 
disabled  people  might  say  it—because  that's  what  people  have  told 
us,  that  "we  don't  do  that  in  our  culture." 

But  my  bottom  line  is  if  you  go  to  any  country  in  a  world 
and  you  get  a  group  of  disabled  people  in  a  room  and  parents  of 
disabled  kids  or  adults  in  a  room  and  you  ask  them,  Do  you  want 
your  kid  to  have  the  same  education?   Do  you  want  them  to  be  able 
to  get  on  a  bus?   Do  you  want  to  be  able  to  pee  in  a  bathroom?   Do 
you  want,  if  you're  deaf,  to  get  sign  language  interpreters  or 
whatever  you  want?  If  you're  blind,  do  you  want  to  have  the 
ability  to  get  materials  that  you  can  use?   If  you  have  a  kid  with 
a  cognitive  disability,  do  you  want  them  to  get  some  kind  of 
education  and  have  a  future  and  figure  out  a  work  opportunity? 

And  that's  what  we're  all  talking  about.   Do  you  want  to 
have  the  chance  to  go  swimming  and  go  snorkeling  or  get  married  or 
have  children?   Do  you  want  a  chance  to  have  health  care?   Show  me 
one  country  where  disabled  people  and  their  parents,  whatever,  say 
No,  we  don't  want  those  things,  and  I  will  take  back  my  argument. 
But  it  doesn't  happen. 
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And  it's  used  as  a  veil,  and  people  are  so  sensitive  about 
it--and  I  think  there  is  a  lot  about  being  sensitive  about 
somebody's  culture,  but  you've  got  to  not  confuse  that  with  human 
rights  issues.   And  I've  been  hit  a  lot  with,  "Oh,  Susan,  you're 
coming  in  here.   You  don't  understand  the  culture."  We'll  you're 
damn  right  I  don't  understand  your  culture,  your  language,  your 
history.   I  know  absolutely  nothing.   I'm  here  to  talk  about  human 
rights.   I've  never  left  a  country  where  there's  disabled  people 
and  they  said,  "We  really  don't  want  any  of  those  things." 


Components  of  MIUSA 


Cowan : 


Sygall; 


Cowan: 
Sygall: 


Cowan: 
Sygall: 


Cowan : 


I'm  sure  you  haven't.   Well,  if  we  want  to  just  complete  MIUSA. 
The  components  now  are  the  National  Clearinghouse- - 

We  have  the  National  Clearinghouse,  we  have  the  international 
disabled  women's  projects;  we  have  many  different  projects.   We 
have  the  international  exchange  component.   We  have  resources, 
such  as  books  and  publications;  we  have  several  books  and 
publications. 

Is  study  abroad  a  piece? 

The  study  abroad  is  when  we  plan  exchanges,  they're  two  to  four 
weeks.   We  don't  plan  a  study  abroad  program.   That  would  be  part 
of  the  National  Clearinghouse.   If  someone  called  us  up  and  said, 
"I  want  to  study  in  France  for  the  summer,  for  a  year,"  we  would 
then  hook  them  up  with  another  international  exchange  program  that 
does  that. 

Okay. 

Because  we  do  short-term,  inbound  and  outbound,  disability-focused 
programs.   That's  what  we  do  directly.   But  we  refer  and  help 
people  get  hooked  up  to  other  programs:  work  programs,  study 
abroad,  research  programs,  volunteer  programs. 


And  your  books  and  publications, 
that  is. 


Tell  me  something  about  what 


Sygall:   Books  and  publications.   We  have  many  books  and  publications.   We 
have  one  book  which  I  will  go  back  to.   When  I  was  a  student  at 
the  University  of  Oregon,  I  did  a  master's  project.   It  was  called 
A  World  of  Options.   That  was  a  master's  project.   It's  now  a  650- 
page  book.   I  am  not  the  last  editor;  other  MIUSA  staff  have  taken 
over  and  expanded  it  and  changed  it.   The  World  of  Options  is  650 
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pages  of  everything  you  could  ever  possibly  want  to  know  about  how 
to  find  a  program  to  study  abroad,  to  research  abroad,  to  work 
abroad. 

It  has  a  list  of,  I  think,  over  eighty  different 
international  exchange  programs.   It  has  a  whole  list  of  how  to 
volunteer  in  other  countries.   It  has  personal  stories  of  lots  of 
disabled  people—not  just  doing  our  programs,  many  who  were  in 
also  in  different,  other  programs—who  talk  about  their 
experiences. 

It  has  resources  on  travel.   If  you  want  to  use  a  travel 
agent,  if  you  want  to  go  on  a  cruise,  if  you  want  to  rent  hand 
controls.   I  mean,  anything  that  has  to  do  with  anything 
international.   Everything  we  have  learned  in  eighteen  years  is  in 
that  book.   It's  beautifully  laid  out,  a  huge,  650-page  book. 
That's  one  book. 

Cowan:    And  just  for  people  with  disabilities? 

Sygall:   It  could  be  used  by  both,  but  its  target  audience  is  people  with 
disabilities  or  people  who  work  with  disabilities.   After  we 
describe  each  program,  it  has,  if  you're  disabled,  any  kind  of 
implications.   Our  goal  is  use  that  book  as  a  way  to  get  excited. 
People  can  read  about  the  personal  experiences  of  people  with 
disabilities  who  have  participated  in  international  exchange 
programs . 

Cowan:    Other  books? 

Sygall:   I  won't  take  you  through  all  the  books.   For  the  international 

exchange  organizations,  who  are  trying  to  include  disabled  people, 
we  have  a  huge  book  on  building  bridges  and  how  to  include 
disabled  people. 

For  people  interested  in  disabled  women,  we  have  a  book 
called  Loud,  Proud  and  Passionate,  and  that  is  a  whole  book 
talking  about  what  disabled  women  are  doing  around  the  world,  and 
their  personal  stories,  and  resources  for  disabled  women.   It's 
about  the  Beijing  conference  and  the  platform  of  action  and 
everything  like  that. 

Then  we  have  books  about  how  to  study  in  what  we  call  the 
NIS,  the  newly- independent  states  in  places  like  Russia  and 
Azerbaijan  and  Kazakhstan.   We  have  a  book  on—let's  see  what 
else.   We  have  a  book  on  studying  abroad  in  Russia.   We  did  a 
curriculum  about  disability  that  can  be  used  in  high  school  called 
"Global  Perspectives  on  Disability."   I  mean,  that's  just  some  of 
our  books. 
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We  have  videos  about  our  leadership  program  called  "Emerging 
Leaders."   We  have  a  video  about  our  women's  leadership  program 
called  "Loud,  Proud  and  Passionate."  We  just  did  a  whole  big 
report  on  Micro  Credit  conference.   Our  videos  are  all  captioned. 
They're  in  English,  they're  in  Spanish,  they're  in  Russian.   A  lot 
of  our  books  are  English,  Spanish  and  Russian,  just  depending  on 
the  books. 

Cowan:    Why  is  Russian  the  third  one? 

Sygall:   Russian  because  for  many  years  we  did  many  exchange  programs  with 
Russia,  and  we  did  a  lot  of  work.   Now,  Russia,  as  I  say,  we're 
calling  the  NIS  because  it's  no  longer  Russia,  that  whole  area. 


Cowan:    Susan,  tell  me  how  you  get  the  word  out  to  the  international  and 
national  community  about  your  organization. 

Sygall:   We  do  it  in  a  variety  of  ways.   Right  now  we  have  web  pages  and 

everything  on  the  Internet.   We  get  articles  in  lots  of  magazines 
and  newsletters.   I  speak  at  a  lot,  a  lot  of  conferences,  so  that 
gets  the  word  out.   And  also  visiting  other  countries  and  getting 
invited  to  do  consulting  and  workshops.   Probably  similar  to  all 
other  organizations,  we  use  a  whole  variety  of  ways  to  get  the 
information  out. 


Cowan: 


Sygall: 


We're  now  actually  about  to  hire  a  PR  person  to  help  us  get 
it  out  even  more. 


How  many  contacts--just  a  guess—would  you  get,  say, 
people  who  contact  you? 


in  a  year, 


Well,  it  depends.   The  clearinghouse  gets  very  in-depth  contacts, 
like  we  really  have  to  research  their  inquiries.   I  don't  know. 
The  phone  rings  off  the  hook  [chuckling]  all  the  time,  and  we  get 
lots  of  mail  from  all  over  the  world.   It's  hard  to  put  a  number. 
I  think  we  probably  directly  served  already  several  thousand 
people,  but  I  think  the  number  just  expands  and  expands  when  you 
think  of  people  who  read  our  publications,  have  heard  us  speak  in 
workshops,  who  have  gone  on  our  programs,  places  where  we've 
visited  other  countries  and  trained  people  there.   So  it's  real 
hard  to  put  a  number  on  it.   It's  rare  now  that  I  go  someplace  and 
people  haven't  heard  of  us.   We're  probably  known  more  outside  of 
Oregon  than  we  are  in  Oregon. 
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More  on  the  Beijing  Conference 


Cowan:    A  little  while  ago  you  mentioned  the  conference  in  Beijing.   Could 
you  just  tell  me  about  the  conference,  when  it  happened,  and  how 
you  went  there? 

Sygall:   Well,  when  we  knew  there  was  going  to  be  the  Fourth  World 

Conference  on  Women,  we  decided  that  it  was  really  important  that 
disabled  women  have  their  say  at  that  conference.   There  was  a 
series  of  meetings,  the  pre-conference  meetings,  to  work  on  this 
document  called  the  "Platform  of  Action."  So  we  went  to  some  of 
those  meetings  and  then,  in  alliance  with  Corbett  O'Toole  and  some 
other  people,  we  decided  we  were  going  to  have  a  seminar  the  day 
before  the  conference  on  disabled  women. 

Cowan:    Did  you  have  to  be  invited? 

Sygall:   To  the  conference?   You  had  to  go  through  the  United  Nations  and 
get  status.   There  were  two  conferences:  one  was  an  NGO  forum, 
which  you  had  to  just  go  right  to  the  U.N.  and  get  a  status  to  go, 
but  we  were  also  invited—which  was  much  harder  to  get  into—the 
official  part  of  the  conference,  which  was  not  just  for 
nonprofits.   And  there  were  only  two  or  three  disability 
organizations  invited  to  go  to  that  one,  and  we  were  there  for 
that,  which  enabled  us  to  be  at  the  official  thing  that  actually 
voted  on  the  document,  and  that  was  your  last  chance  to  really 
lobby,  like  the  official  delegations  from  each  country. 

And  then  we  decided  we'd  organize  an  international  seminar 
for  disabled  women  the  day  before  the  conference  so  that  we  could 
plan  what  our  strategy  would  be  at  the  conference.   We  worked  with 
some  other  people,  and  we  organized  the  conference,  and  we  had 
almost  two  hundred  and  fifty  women.   Close  to  two  hundred  women 
attended  the  international  seminar  on  women  with  disabilities  the 
day  before  the  conference.   That  was  probably  the  largest 
international  meeting  at  that  point  of  disabled  women. 

It  was  very  emotional,  and  we  all  gave  talks.   The 
conference  itself  was  completely  inaccessible.   We  had  worked  for 
a  year  to  make  it  accessible,  and  they  didn't  do  anything.   It  was 
a  very  difficult  time.   There  was  a  disability  tent,  and  it  was 
all  the  way  at  the  wrong  end  of  the  place.   It  was  hard  to  get  to. 
They  had  to  have  that  changed.   The  workshop  for  disabled  women 
was  held  on  the  fourth  floor  of  an  inaccessible  building,  so  that 
obviously  was  a  big  problem. 

And  then  a  demonstration  arose  —  a  spontaneous  demonstration 
erupted.   At  that  point,  the  Chinese  government  said  that  you 
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Cowan: 
Sygall: 


couldn't  have  demonstrations.   It  was  in  the  conference  grounds. 
It  was  illegal.   They  took  our  bus  away.   They  said  they  were 
taking  our  accessible  bus  away  because  we  demonstrated.   They 
didn't  link  it  to  that,  but  suddenly  our  accessible  bus  was  gone. 

It  was  a  nightmare.   It  was,  I  think,  a  combination  of 
problems  with  the  Chinese  government,  about  them  doing  things. 
There  was  no  freedom  of  speech.   I  think  the  women's  movement  was 
also  having  trouble  with  the  Chinese  government  at  the  conference, 
but  still,  you  know,  things  were  not  accessible.   Some  people  say 
it  was  the  hardest  time  and  the  best  time.   It  was  the  hardest 
time  because  it  was  a  nightmare,  and  it  rained  every  single  day. 
It  was  like  everything  [chuckling]  that  could  possibly  go  wrong 
went  wrong.   And  in  some  ways  it  was  the  best  time  in  that  it  was 
really  the  beginning  of  the  disabled  women's  movement.   Somebody 
described  it  as  from  a  rape,  a  child  was  born.   I  mean,  it  was  so 
bad.   It  really  was. 

And  because  the  place  was  so  difficult  and  the  government 
was  so  unsupportive  of  the  conference,  there  was  a  lot  of  inner 
strife  amongst  ourselves.   But  from  all  that,  truly,  the  whole 
consciousness  of  disabled  women  having  their  own  international 
disabled  women's  movement  was  born.   And  from  that  conference,  as 
I  said,  we  had  our  follow-up  with  the  women's  international 
leadership  program.   We  had  thirty-two  women  from  twenty-six 
different  countries  come  for  a  three-week  training,  which  was 
absolutely  wonderful.   From  that  conference  we  just  finished  an 
international  Micro  Credit  conference  for  disabled  women,  which 
was  great. 

So  it  was  one  of  those  difficult  beginnings,  but  it  set  the 
tone  that  disabled  women  need  to  organize  themselves  and  need  to 
have  their  own  programs. 

Why  was  Beijing  chosen? 

I  think  that  was  a  whole  political  thing  in  that  they  have  to  move 
the  conference  every  time.   I  think  it  was  in  Nairobi  before,  and 
I  think  it's  bid  on,  and  I  think  whoever  bids  on  it  gets  it,  and  I 
think  maybe  China  didn't  get  the  bid  for  the  Olympics  so  they  did 
for  that. 


Cowan:    It  probably  wasn't  very  appropriate. 

Sygall:  Not  at  all.  I  love  China.  I  mean,  we've  done  many  exchanges  with 
China.  It  wasn't  China  per  se  or  the  people  of  China.  It  was  the 
government  at  its  most  repressive  at  that  moment. 

Cowan:    What  year  was  that? 


Sygall:   I  think--oh,  God,  I've  blanked  it  out. 
Cowan:    Do  you  think  it  was  '95? 

Sygall:   Yes,  I  think  it  was  '95.   I  blanked  it  out.   But  I  think  the 

government  was  just  the  most  repressive.   I  think  the  last  thing 
they  really  wanted  was  thousands  of  feminist  women,  but  they  had 
done  it  because  they  needed  currency  or  whatever.   I'm  not  exactly 
sure. 

Cowan:    Who  went  with  you? 

Sygall:   Cindy  Lewis,  who  was  the  coordinator  of  the  international 

symposium,  and  I  think  she  and  I  were  the  main  ones  from  MIUSA  who 
went.   And  then  we  had  other  women  from  the  Bay  Area,  and  women 
from  all  over  the  world. 

Cowan:    Who  were  the  women  from  the  Bay  Area? 

Sygall:   Corbett.   Corbett  O'Toole  was  probably  the  leader.   And  Jenny 
Kearns,  another  women  who's  disabled,  who's  a  lawyer. 

Cowan:    Was  Judy  Heumann  there? 

Sygall:   Judy  Heumann  was  there  as  part  of  the  official  U.S.  delegation. 
She  played  a  very  important  role  in  that  the  official  U.S. 
delegation  did  a  lot  to  support  all  the  language  around  disabled 
women,  and  having  Judy  be  part  of  the  official  delegation  gave  us 
a  direct  in  to  the  U.S.  delegation,  and  also  Judy  was  able  to 
lobby  official  delegates  from  other  countries  on  an  official 
status,  so  it  was  very  important  that  she  was  part  of  that 
delegation,  too. 

Cowan:    Anybody  else  from  your  early  days  in  the  Bay  Area? 

Sygall:   Well,  Corbett  was  probably  the  other  real  big  ringleader.   I  say 
Corbett  was  the  woman  who  back  then,  back  in  the  old  Disabled 
Women's  Coalition,  when  we  had  that  little  table,  is  where  we 
wrote  Corbett  in.   Cindy  Lewis  did  much  of  the  behind-the-scenes 
work. 

Cowan:    What  did  Corbett  do  in  Beijing? 

Sygall:   Corbett  organized--!  don't  remember,  maybe  twenty-five,  thirty 

women  from  the  Bay  Area  to  go.   She  videoed,  did  interviews  at  the 
disability  tent.   Her  thing  has  been  documentation.   She  was 
documenting  women  from  around  the  world  and  their  stories  at 
Beijing.   And  she  has  continued  to  do  many,  many  disabled  women's 
projects.   When  we  do  programs,  we  have  her  come  up  and  do  lots  of 
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workshops  as  well.   Any  kind  of  domestic  disabled  project,  we 
usually  call  Corbett. 

Cowan:    That  sounds  like  an  amazing  time.   I  remember  reading  about  how 
difficult  things  were  in  Beijing. 

Sygall:   Yes. 

Cowan:    For  everybody,  for  accommodations.   What  did  you  do  when  it  was  on 
the  fourth  floor  and  you  couldn't-- 

Sygall:   They  had  this  demonstration,  which  I  said  caused  a  big  furor. 
Then  all  the  TV  cameras  were  there.   I  think  some  of  that  was 
caught.   It  was  the  first  demonstration.   And  that  raised  the 
question,  can  people  demonstrate,  because  demonstrating  in  China 
was  illegal  at  that  time. 

Cowan:    Was  it  just  disabled  women  demonstrating? 

Sygall:   Right.   The  first  one.   It  was  just  the  disabled  women  because 

they  were  so  mad  about  their  workshop.   And  their  allies  and  other 
people,  nondisabled  women  who  were  allies  of  the  disabled  women's 
group . 

And  then  I  remember  we  were  in  all-night  negotiations  to  say 
this  is  unfair;  you've  got  to  change  the  workshops;  you've  got  to 
change  our  disability  tent;  and  the  Chinese  government  has  to  give 
us  back  our  bus.   It  was  a  very,  very  intense  time.   Finally,  at 
one  or  two  in  the  morning,  we  got  some  resolution  and  it  got 
changed.   It  was  just  bizarre.   After  all  that  animosity,  they 
said  the  mayor  was  coming  over,  and  they  gave  us  a  five-course 
dinner.   I  think  it  was  part  of  that  messing  with  your  mind  kind 
of  tactic. 


Then  we  went  the  next  day  to  have  our  seminar,  and  they  said 
we  didn't  have  a  permit  to  hold  our  seminar.   We  had  been  working 
on  the  seminar  for  a  year.   I  think  Cindy  Lewis  and  I  never  went 
to  the  opening  ceremonies  because  we  had  to  go  back  to  the 
official  place  and  yell  and  scream  and  cry  and  do  everything  we 
could  and  said,  "You  can't  do  this.   What  do  you  mean  we  don't 
have  a  permit?   Why  did  you  never  tell  us  we  needed  a  permit?" 

It  was  one  roadblock  after  another.   As  I  say,  it  was  a  very 
difficult  time.   I  think  a  lot  of  people  didn't  even  know  all  the 
background  things,  like  the  bus  being  taken  away.   We  would  get 
into  a  cab  to  go  somewhere,  and  the  cab  would  go,  and  all  of  a 
sudden,  actually  in  the  middle  of  nowhere,  the  cab- -we'd  be  with 
one  interpreter,  and  the  cab  would  stop,  and  they'd  say,  "You  have 
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to  get  out."  We'd  say,  "Why?"  And  they'd  say, 
have  to  get  out  and  get  another  cab." 


'No  reason.   You 


I  do  think  that  we  were  being  followed.   I  know  our  faxes 
were  being  read.   I  think  we  always  had  people  watching  us.   There 
was  one  time  there  was  a  meeting  of  all  the  disabled  women  in  a 
hotel,  and  suddenly  ten  guys  came  in  with  cameras  and  took  a 
picture  of  every  single  one  of  us.   I  have  not  been  back  to  China, 
and  I  always  wonder  if  I  applied  for  a  visa  if  I'd  even  get  in. 

Cowan:    Why? 

Sygall:   I  don't  know.   Because  we  were  organized  and  because  of  that  first 
demonstration.   There  was  something  about  it  that  they  somehow  had 
us  targeted  as  a  group  that  was  going  to  cause  problems.   I  don't 
know.   To  this  day,  I  don't  understand- -usually,  a  bunch  of 
disabled  women  at  conferences  are  not  very  controversial.   We  were 
talking  about  accessibility.   It  wasn't  like  some  of  the  other 
groups,  where  there  was  more  very  blatant  political  concerns.   But 
maybe  because  of  the  demonstration,  maybe  because  we  were  very 
pushy.   When  we  got  to  the  airport,  there  was,  like,  a  huge 
escalator.   We  were  there.   It  was,  like,  a  hundred  disabled 
women,  all  sorts  of  disabilities.   And  there  was  an  elevator, 
like,  twenty  feet  away.   We  went  to  the  guards  and  said,  "Look,  we 
can't  go  down  the  escalator.   Can  we  have  the  elevator?"   And  they 
said,  "No."  We  said,  "What  do  you  mean,  No?"   They  just  said, 
"No,  because  you  haven't  gone  through  Customs"  or  something.   We 
said,  "Look,  we  can't  go  down."   And  they  didn't  care. 

We  went  through  all  our  tactics.   We  yelled,  we  screamed. 
They  said,  "You're  in  China  now.   This  is  not  the  United  States. 
You're  not  going  on  the  elevator.   We  said  no."  And  people  had  to 
go  down—those  who  could  go  on  the  escalator  did;  the  rest  had  to 
be  carried  down,  like,  a  hundred  steps.  And  there  was  an  elevator 
twenty  feet  away,  and  they  said  because  we  didn't  go  through  some- 
-and  we  said,  "Look,  have  the  police  come  with  us.   If  they're 
worried  about  documentation,  come  with  us  in  the  elevator.   Escort 
us.   Do  whatever  you  want." 

That  was  our  first  minute  of--"We  said  no.   It's  no."   This 
is  a  non-negotiating  thing.   So  immediately  it  was,  like,  all 
those  tactics  that  we—there's  no  tactic  that  would  have  worked. 
They  were,  like,  "You're  not  in  Kansas  anymore." 

Cowan:    [chuckling)   This  was  at  the  beginning,  or  at  the  end? 

Sygall:   At  the  very  beginning. 

Cowan:    At  the  very  beginning,  so  it  set  the  tone. 
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Sygall:   It  set  the  tone  right  away. 


Discrimination  in  Other  Count r ie s 


Cowan:    How  about  people  in  general—people  with  disabilities  in  China. 
Is  there  more  discrimination  there? 

Sygall:   Yes.   I  was  there  in  1988  with  an  exchange  group,  and  they  were 
organizing.   They  were  beginning  to  organize.   But  everything, 
similar  to  other  Communist  countries,  is  controlled  by  the 
government.   You  always  hear  of  things  through  a  censored  kind  of 
thing.   We  wanted  lots  of  Chinese  disabled  women  to  come  to  the 
conference,  and  I  think  they  sent  three  or  four  disabled  women  and 
no  interpreter.   And  we  kept  saying,  "Is  there  someone--"   They 
sent  very  few  disabled  women  and  a  lot  of  times  they  had  no 
interpreter  for  them.   I  don't  think  they  wanted  them  particularly 
to  get  this  dose  of  what  we  were  talking  about. 

Cowan:    Are  there  countries  that  are  particularly  repressive  for  people 
with  disabilities,  where  the  culture  is  particularly  hard  to 
overcome  the  stigma  or  the  discriminations? 

Sygall:   Actually,  I  haven't  been  a  lot  in  Africa,  but  it  seems  like  the 
disabled  women  there--!  think  all  the  people  have  hard  stories, 
but  it  seems  that  there  are  so  many  women  who  had  kids  and  it  was 
almost  impossible  to  get  married  because  a  guy  would  sleep  with 
you  but  he  would  never  marry  you.   You  know,  the  abuse  and  the 
violence  seemed  high.   I  don't  know  ever  if  there's  one  that's 
really  worse.   And  it  might  be  the  situation  for  women  in  general 
there  is  just  a  reflection  of  it. 

There's  no  country  where  disabled  women  don't  face  double 
everything:  violence,  discrimination,  all  that.   I  mean,  disabled 
women  are  probably  on  the  lowest  of  the  low  in  a  lot  of  areas.   I 
think  it's  one  thing  when  you're  a  cute  little  kid,  how  you  get 
treated,  but  I  think  when  you  get  older—especially  in  countries 
where  getting  married  is  not  about  getting  married;  it  has  to  do 
with  an  economic  situation,  where  if  you  don't  get  married,  you 
don't  have  much. 

And  that's  why  Micro  Credit  is  such  an  important  thing 
because  it  gives  disabled  women  a  chance.   It  doesn't  matter  if 
other  people  discriminate  against  you;  it  doesn't  matter  if  you 
get  married  or  don't  get  married  or  how  men  treat  you.   Here's  a 
way  how  you  can  be  self-sufficient.   I  think  that's  why  it's  so 


98 


important  for  women, 
more. 


And  I  think  we're  going  to  be  doing  more  and 


Again,  I  was  never  big  on  you  have  to  change  other  people's 
attitudes.   I'm  not  that  concerned  about  other  people's  attitudes 
if  you  can  give  people  the  tools  to  do  what  they  need  to  do. 


Union  of  the  Disabled,  Bulgaria,  Bosnia 


Cowan:    Well,  I  read  in  one  of  your  travel  pieces  about  a  trip  you  took  to 
Bulgaria  for  the  Union  of  the  Disabled.   Tell  me  how  that 
happened.   And  if  you  can  remember  what  year. 

Sygall:   I  would  say  it  was  in  the  eighties,  late  eighties,  early  nineties. 
I  would  have  to  look  at  a  book.   It's  probably  in  that  book  when  I 
wrote  that  story.   But  we  had  gotten,  I  think,  a  grant  to  do  an 
exchange  program  with  Bulgaria.   A  lot  of  times,  I  would  go  first 
and  do  a  pre-trip.   When  I  got  there,  there  was  a  thing  called  the 
Union  of  Disabled  People,  which  was  an  attempt  to  get  disabled 
people  organized.   But  it  still  was  sort  of  attached  a  little  bit 
to  the  government . 

The  thing  that  was  interesting  about  Bulgaria,  it  was  a  time 
when  it  was  an  emerging  economy  and  it  wasn't  Communist  anymore, 
but  the  people  were  doing  worse  than  when  it  was  Communist  because 
the  system  was  in  flux.   So  people  had  less  jobs  and  less  money. 
Where  before  there  had  been  no  drugs  and  prostitution,  now  it  was 
drugs,  prostitution,  black  market. 

And  the  disabled  people  were  just  very  discouraged  because 
the  economics  of  their  country  was  so  bad  that  they  were  really 
trying  to  figure  out  how  they  were  going  to  make  a  living  and  how 
they  were  going  to  make  any  changes.   So  very  similar  to  the 
problems  in  Russia  and  the  newly- independent  states. 

Cowan:    So  they  invited  you  to  come  and  speak? 

Sygall:   They  invited  me  to  come  and  I  talked  to  different  people  from  the 
Union  of  Disabled  People.   I  went  up  four  flights  of  steps  because 
most  disabled  people  lived  in  old  apartments.   There  were  no 
elevators.   I  mean,  it  was  amazing  to  me  how  the  disabled  people 
just  had  to  manage.   It  was  a  lot  of,  like,  "What  can  we  do? 
We're  in  a  desperate  situation."   They  had  tried  to  talk  to  their 
politicians,  and  a  lot  of  times  the  politicians  didn't  see  them  as 
a  viable  group,  so  they  weren't  listening. 
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My  main  reason  for  the  pre-trip  was  more  to  plan  the 
upcoming  exchange  program.   We  sent  a  group  of  Bulgarians  to  the 
U.S.,  and  then  we  sent  a  group  to  Bulgaria.   And  on  the  plane  I 
met  someone.   They  invited  me  to  their  house.   It  was  interesting 
because  the  young  people  in  the  family  were  very  excited  that  they 
would  have  a  new  government,  and  this  thought  of  freedom  of  speech 
and  the  ability  now  to  travel.   And  they  were  very  excited  about 
it,  even  with  all  the  hardships. 

And  the  parents  were  feeling  more  like  it  was  better- -even 
though  they  knew  it  wasn't  good,  at  least  in  communism  they  knew 
they  had  a  job,  they  knew  they  had  money,  they  knew  the  streets 
were  safe,  they  could  always  get  health  care.   So  it  was  really  an 
interesting  thing  to  see  the  difference  between,  like,  the  old  and 
the  new,  and  the  hope  of  the  young  people  and  the  sort  of 
desperation  of  the  older  generation,  seeing  the  change. 

Cowan:    Have  you  stayed  in  touch  with  that  family? 

Sygall:   Not  so  much  the  family  but  some  of  the  people  from  the  Union  of 
Disabled  People  in  Bulgaria  I'm  still  on  e-mail  with.   I  think 
later  on,  in  some  of  our  leadership  programs  —  they  came  and 
participated. 

Cowan:   Do  you  know  if  things  are  changing  for  them? 

Sygall:   I  think  in  Bulgaria  I  don't  have  really  up-to-date  information.   I 
think  slowly.   And,  I  think,  again,  a  lot  because  so  much  of  the 
economic  situation  there  is  just  still  very,  very  bad  that  it's 
really  hard  for  disabled  people  in  those  countries,  where  the 
whole  country  is  in  a  little  bit  of  chaos.   I  mean,  it  was  hard 
for  them  at  that  time  to  think  about  implementing  laws  when  they 
didn't  even  know  who  exactly  was  in  parliament  because  it  kept 
changing  all  the  time.   In  economies  like  that,  I  think  people 
have  to  really  try  to  not  lose  hope  and  think  of  small, 
incremental  changes  that  they  can  do. 

Cowan:    Is  that  what  they  would  get  from  here,  when  the  contingent  from 
Bulgaria  came  here  in  the  exchange  program,  you  would  help  to 
provide  them  with  the  tools? 

Sygall:   Right.   They  would  go  through  a  leadership  training  and  talk  about 
what  strategies  they  can  use  and  also  have  a  chance  to  talk  about 
the  discrimination,  to  talk  about  some  of  their  frustrations.   We 
bring  in  other  consultants  to  help  them  form  some  strategies  and 
also  so  they  know  that  they're  not  alone  in  terms  of  information, 
and  also  just  to  understand  that  even  though  their  issues  were 
feeling  a  lot  worse,  it  wasn't  like  they're  the  only  ones  that  are 


100 


having  these  issues.   These  are  the  same  issues  that  people  are 
having  all  over  the  world. 

Cowan:    Well,  there's  another  international  thing  going  on  right  now  that 
I've  heard  about,  and  that's  trips  to  Bosnia.   Tell  me  how  that 
started  and  what  that's  about. 

Sygall:   That  started  because  a  woman  who  works  in  our  office,  named  Suzie 
Grimes,  is  a  world-famous  basketball  player,  wheelchair  basketball 
player.   She  went  on  the  U.S.  delegation  to  Bosnia,  and  they  did 
wheelchair  basketball  exhibitions  around  Bosnia.   During  her 
different  tournaments,  a  development  organization  called  IRC, 
International  Rescue  Committee—which  is  one  of  those  development 
organizations  we  talked  about- -was  trying  to  work  with  disabled 
people  in  Bosnia. 

They  said,  "This  is  great  that  they  had  these  basketball 
games,  but  we  really  want  to  do  something  around  advocacy.   We 
really  want  to  help  disabled  people  make  some  changes  in  Bosnia." 
And  so  they  asked  Suzie  to  find  a  group  that  could  do  some 
advocacy  training.   We  knew  her.   She's  on  our  staff.   She  said, 
"Can  we  at  MIUSA  work  and  help  this  IRC  organization  and  send  a 
group?"   And  we  said,  "Yes." 

And  so  myself  and  Suzie  Grimes  and  Mary  Lou  Breslin  from 
DREDF  and  Pat  Wright,  also  from  DREDF,  went  to  Bosnia. 

Cowan:    Why  did  you  choose  those  particular  people? 

Sygall:   Suzie  Grimes  we  chose  because  she  had  been  there,  and  she  was  on 
our  staff,  and  actually  she  was  mostly  on  logistics;  she  wasn't  a 
main  trainer.   But  she  had  a  relationship  with  those  people  and 
they  trusted  her  and  she  knew  them  and  she  knew  Bosnia. 

I  went  for  MIUSA,  and  then  we  knew  what  they  wanted  to  do  is 
learn  how  to  form  a  coalition,  how  to  get  a  strategy,  and  how  to 
make  some  changes  in  policy  in  their  country.   As  soon  as  you  say 
the  words  "disability"  and  "policy,"  we  call  DREDF,  so  we  called 
Mary  Lou  Breslin  and  Pat  Wright,  who  were  the  experts  you  think  of 
in  the  U.S.  in  disability  policy. 

We  went  there,  and  we  landed  in  Sarajevo,  and  it  was  all 
bullet  holes  everywhere  and  demolished  buildings,  and  the  place 
where  there  had  been  the  Olympic  stadium,  from  the  beautiful  ice 
skating  that  you  remember  seeing  on  TV,  is  a  mass  graveyard  now, 
with  hundreds  of  graves.   It  was  just  devastating.   Yet  on  other 
streets,  where  it  hadn't  been  devastated,  it  looked  like  a  lovely 
European  scene,  with  cafes.   It  was  a  real  paradox. 
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We  did  our  trainings  in  Tuzla.   There  were  almost  fifty 
people  in  our  workshop  there  for  five  days.   They  were  Moslems, 
Croats  and  Serbs.   They  were  people  who  were  blind,  people  who 
were  deaf,  people  who  used  chairs,  people  who  had  been  shot  in  the 
war,  people  who  had  been  born  disabled,  people  who  were  parents  of 
disabled  kids,  who  had  cognitive  disabilities.   I  mean,  you  could 
not  get  a  more  diverse  group  and  a  group  that  literally  had  been 
killing  each  other,  up  until  a  very  short  time  ago.   And  it  was  a 
very,  very  difficult  task  to,  in  four  days,  talk  to  them  about 
what's  going  on,  provide  a  sense  of  unity  that  they  all  need  to 
work  together  —  and  we  were  doing  this  through  a  translator—being 
very  careful  of  how  we  used  words  because  it  was  very  easy  to  say 
the  wrong  thing,  and  if  you  looked  any  way  partisan,  it  could 
have,  God  knows,  erupted  into  a  big,  big  event. 

At  the  end,  and  1  think  it  was  because  of  the  skills  of  Pat 
and  Mary  Lou  and  [chuckling]  I  added  something  and  Suzie,  who  was, 
like,  our  background  person--in  five  days  they  had  formed  a 
coalition.   They  signed  off  on  a  series  of  principles  that  they 
believed  in,  like  no  new  buildings  could  be  built  unless  they're 
accessible;  no  discrimination;  disabled  kids  need  to  be  in  regular 
schools  —  a  series  of  principles  that  they  all  signed  on.   And  then 
the  mayor  of  Tuzla  signed  it,  which  was  a  very  big  deal  because 
each  person  was  responsible  for  a  whole  organization,  so  even 
though  there  were  fifty  people  in  the  room,  it  represented  a  huge 
group.   And  the  fact  that  the  mayor  signed  on  to  it  sort  of  set  a 
precedent  that  they  were  going  to  get  some  politicians  to  support 
it. 

I  think  that  was  just  a  very  first  step,  but  a  very  big 
step. 

Cowan:    Was  there  resistance  to  the  fact  that  it  was  four  women  who  came 
to  do  the  training? 

Sygall:   Oh,  yes.   Again,  probably  a  lot  of  things  that  were  resistance  we 
didn't  understand  because  it  was  a  lot  of  talk  that  never  got 
interpreted  back  [chuckling]  to  us.   When  we  walked  in  the  room, 
we  had  fifty  people  with  stone-cold  faces.   And  there  was  a  whole 
contingent  of  guys  who  were  definitely  guys  who  had  been  injured 
from  the  war.   I  mean,  they  were  vets.   They  just  sat  in  their 
little  circle  in  the  back,  and  everyone  was  smoking  a  million 
cigarettes.   It  was  in  a  room  in  a  kind  of  dingy  hotel.   They  just 
looked  like  there  was  no  way  ever  they  were  even  going  to  listen. 

So  there  were  four  women,  which  I'm  sure  was  a  big  hurdle  we 
had  to  get  through  from  what  they  were  used  to.   We  were  from  the 
United  States.   Like,  what  are  you  doing  here?   And  we're  four 
disabled  women.   I  mean,  I'm  sure  it  was  just  not  what  they  had 
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expected.   But  I  think  again,  and  I  give  a  lot  of  credit  to  Mary 
Lou  and  to  Pat,  I  think  we  were  able  to  take  just  a  small,  small 
step,  but  I  think  it  was  a  big  step  in  terms  of  it  got  them 
talking  about  what  their  issues  are.   Even  the  name  of  what  the 
coalition  was  a  big  issue,  we  had  to  be  so  careful  not  to  use  any 
of  the  ethnic  groups'  names  or  any  geographic  names  or  disability 
name. 

Even  within  that  seminar  1  had  a  great  meeting  where  we  had 
all  the  women  get  together,  and  that  meeting  was  a  lot  easier. 

Cowan:    So  you  broke  up  into  smaller—you  didn't  just  sit  at  a  table? 

Sygall:   Most  of  the  time  it  was  one  big  group.   We  had  a  few  small  group 
activities,  but  for  the  women's  gathering,  that  was  one  time 
during  an  evening.   We  just  had  the  women  meet.   Again,  once  the 
women  sat  around,  it  wasn't  nearly  as  difficult  because  we  were 
able  to  speak  as  women. 

Cowan:    What  was  the  name  that  finally  was  chosen? 

Sygall:   The  thing  that's  ironic  about  this  name  is  I  don't  know  what  it  is 
in  Bosnian,  but  it  was  a  name  that  they  voted.   They  thought  of 
five  different  names,  and  they  voted.   They  voted  and  they  came  up 
with  the  name,  and  we  said  "great,"  and  then--I  remember  because  I 
was  leading  that  thing—and  then  I  said,  "Okay,  what's  the  name  in 
English?"  And  the  best  translation  that  they  could  give  us  of  the 
name  [chuckling]  in  English  was  New  Steps.   Of  course,  I  thought 
that  doesn't  exactly  translate,  but  I  think  what  they  meant  was, 
like,  New  Directions.   But  it  was  so  funny  because  I  made  the 
mistake  of  saying,  "Well,  New  Steps—that  doesn't  really  translate 
into  English."  And  they  said,  "Look,  you  asked  us  for  a  name;  we 
gave  you  a  name  leave  it  alone."   [laughing]   And  then  I  was, 
like,  "Okay,  you're  right.   I'm  sorry!"   They  all  started  yelling 
at  me.   But  anyway,  the  intent  was,  like,  New  Directions. 

Cowan:    Is  that  ongoing?  Are  you  going  back? 

Sygall:   I  think  one  of  the  things  that  they  wanted  was  an  exchange 

program.   They  wanted  a  chance  to  send  some  people  to  the  U.S. 
The  deaf  people  wanted  to  see  what  deaf  people  were  doing;  the 
blind  people--!  mean,  and  what  we're  trying  now  is  to  look  for 
funding  to  do  an  exchange  program.  And  I  think  we're  in  constant 
e-mail  with  the  different  groups.   I'm  getting  letters  from 
different  people  who  were  at  the  training,  and  they're  organizing. 
I  think  we  definitely  will  be  doing  more  with  them. 

Cowan:    Where  would  you  go  for  funding  for  that? 
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Sygall:   The  U.S.  Information  Agency  has  exchanges.   There  might  be  other 
ones,  too,  but  that's  a  pretty  good  source. 

Cowan:    Pretty  easy  to  get  money  from  them? 

Sygall:   No,  very  difficult.   It's  very  difficult  to  get  funding  for 

anything.   It's  hard.   It's  hard,  but  we'll  try.   The  fact  that 
we've  been  there,  we  have  connections  there  might  help. 

Cowan:    Any  other  eastern  European  countries  that  kind  of  said,  "Well, 
what  you  did  in  Bosnia  looked  great.   Would  you  do  it  here?"? 

Sygall:   Well,  we're  not  doing  a  lot  of  that  now.   I  know  some  of  our  other 
disability  organizations,  like  DREDF  and  WID,  are  doing  more 
follow-up  with  Russia.   We  just  got  asked  to  do  a  grant  to  do  a 
women's  leadership  program  with  disabled  women  from  the  newly- 
independent  states,  and  we  might  go  in  with  another  development 
group  who  does  women's  issues  in  the  newly-independent  states  and 
do  a  project  with  them  on  disabled  women.   We're  sending  someone 
to  a  meeting  in  about  a  week  on  that. 

All  the  things  that  we're  doing  —  there '  s  always  follow-up. 
We  stay  in  contact  with  many,  many  people.   Again,  as  I  said  off 
the  tape  recorder,  a  lot  of  it--when  I  come  back  now  to  Berkeley, 
a  lot  of  it  comes  back  to  just  trying  to  give  people  the  same 
support  and  the  same  sense  of  solidarity  that  I  got  when  I  got  to 
Berkeley.   It's  really  about  having  disabled  people  feeling  their 
own  power,  having  the  strategies  to  make  changes,  and  feeling  a 
sense  of  pride  and  being  part  of  what  I  call  a  global  disability 
family,  and  that's  what  we're  trying  to  promote. 
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VI   FINAL  REFLECTIONS 


Life  before  the  Independent  Living  Movement 


Cowan:    Would  you  continue  your  thought  on  how  you  felt  when  you  got  to 
Berkeley  as  opposed  to  how  you  felt  in  New  York? 

Sygall:   I  think  when  I  was  in  New  York  and  I  had  just  recently  been 

disabled,  I  think  I  thought  of  my  disability  as  sort  of  my  own 
thing.   I  didn't  see  it  as  part  of  a  movement.   When  people  said, 
"Gee,  too  bad  you're  disabled,"  I  didn't  come  back  with  a  quick 
answer.   I  was  going,  "Yeah,  I  guess"  but  I  didn't  kind  of  feel 
right  when  people  said,  "Oh,  let's  go  to  Chinatown"  and  hop  on  a 
subway.   I  was,  well,  like,  there  are  so  many  steps.   I  can't  do 
that.   I  wasn't  mad  at  the  subway  yet,  that  why  couldn't  I  go 
down?   1  was  just  like,  "This  is  not  good;  I  can't  do  any  of  the 
stuff  that  I  used  to  do."   I  think  it  was  sort  of  me  and  my 
disability,  and  I  didn't  see  it  at  all  in  a  larger  context.  I 
didn't  see  it  as  part  of  the  political  movement. 

I  think  when  I  came  to  Berkeley  and  1  was  with  the  women 
from  the  Disabled  Women's  Coalition  and  just  in  this  whole 
environment,  I  started  to  see  disability  as  a  political  issue.   I 
felt  like  I  was  in  a  group  that  was  oppressed.   I  started  to 
realize  that  all  the  negative  things  that  I  had  been  feeling  were 
not  about  me,  they  were  about  discrimination,  just  like  other 
groups  that  have  been  discriminated  against. 

And  I  also  was  able  to  feel  a  sense  of  the  disabled 
community--!  wasn't  a  minority  in  Berkeley.   You  kind  of  feel  like 
there's  a  lot  of  us  here.   And  I  think  the  main  thing  is  I  got  to 
develop  a  sense  of  disability  pride,  where  people  laughed  and 
joked  about  being  disabled.   And  I  started  doing  wheelchair 
sports.   The  whole  paradigm  switched  for  me,  and  the  human  rights 
paradigm,  the  civil  rights  paradigm,  the  sense  of  pride,  the  sense 
of  if  anyone  is  going  to  make  changes,  we  have  to  do  it  ourselves. 
I  think  that  all  came  from  being  at  Berkeley  and  that  I  tried  to 
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do  it  in  BORP  and  I  tried  to  do  when  I  was  in  Australia  and  I'm 
trying  to  do  it  now  with  youth  internationally. 

You  never  know,  but  if  I  wasn't  in  Berkeley,  would  I  have 
done  all  these  things?   Maybe  yes,  maybe  no.   But  1  know  that 
having  been  here  definitely  made  an  impact. 

Cowan:   The  Disabled  Women's  Coalition  was  really  a  pivotal  thing  for  you. 

Sygall:   I  think  it  was  pivotal  for  me  even  as  a  small  movement.   It 

wasn't,  like  a  big  organization.   But  I  think  for  me  it  gave  me 
the  self-confidence,  and  it  formed  my  ideas  of  who  I  was  and  who  I 
was  in  the  world,  to  then  go  on  and  do  things  like  BORP  and  to 
rethink  my  whole  issue  around  disability.   Yes,  and  I  think  my 
passion  for  doing  disabled  women's  work—and  how  important  a  thing 
it  still  is  for  me  all  these  years  later  came  out  of  those 
meetings . 


Why  Berkeley 


Cowan:    Do  you  have  any  thoughts  on  why  it  was  Berkeley,  why  so  many 

leadership  people  came  out  of  Berkeley?   Was  it  the  university? 

Sygall:   Well,  I  think  that's  the  big,  famous  question.   I  think,  like 

everybody  else,  it  was  a  source  of  so  many  things.   I  think  people 
who  were  born  disabled  or  became  disabled  came  to  Berkeley  because 
it  looked  like--it  began  to  make  curb  cuts;  it  was  a  place  where 
you  could  at  least  get  around  easier.   And  then  because  so  many 
disabled  people  came  to  Berkeley,  it  kept  getting  more  and  more 
accessible  because  there  was  more  mass  of  people  to  work  on 
issues . 

And  there  was  a  core,  1  think,  of  thinkers  who  were  thinking 
ahead  of  their  time,  whether  it  was  the  Phil  Drapers  and  the  John 
Hesslers,  who  had  the  physically  disabled  students  program  at  CIL, 
and  they  met  like-minded  people,  and  everything  started  growing 
off  each  other,  and  there  were  more  disabled  people  in  the 
streets,  and  you  felt  more  sense  of  community,  and  then  people 
made  more  curb  cuts,  and  then  there  were  more  disabled  people.   So 
I  think  it  grew-- 

And  I  think  Berkeley  in  itself  was  a  place  where  radical 
ideas  were  always  being  incorporated.   When  I  was  in  Berkeley,  I 
could  be  in  a  classroom  and  have  a  really  off-the-wall  idea  and, 
instead  of  saying,  "Well,  I  don't  think  so,"  Berkeley  was  a  place 
of  cutting-edge  thinking.   I  was  in  a  college  that  was  doing 
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Cowan: 


Sygall: 


cutting-edge  thinking  around  environmental  issues  before  anyone 
even  said  the  words  "environmental  issues."   They  were  talking 
about  that  in  the  seventies. 

The  School  of  Criminology  was  talking  about  white-collar 
crime  and  corporate  crime,  which  was  not  talked  in  other 
criminology  schools.   So,  besides  all  these  disabled  people 
congregating,  the  environment  here  was  one  of  cutting-edge 
thinking,  thinking  new  ideas,  and  the  whole  community  was  ahead  of 
its  time. 

Who  would  you  say  were  the  really  big,  influential  people  on  your 
thinking  or  your  direction,  in  Berkeley? 

I  didn't  hang  with  the  big  gurus  at  all.   I  mean,  they  were  not 
people  I  sat  around  with.   I  think  probably  my  peer  group  was  the 
disabled  women  that  I  was  meeting  on  the  streets.   I  think  I  was 
affected  by  the  CIL,  the  institutions,  and  the  DSPs,  but  I  wasn't 
close  to  any  of  the  big  people,  which  is  still,  probably,  very 
much  more  my  style.   I  tend  to  be  with  the  people,  kind  of,  rather 
than  with  the  big  guys. 

I  think  people  who  have  affected  me  in  the  long  term  have 
been  people  like  Pat  Wright  and  Mary  Lou  Breslin,  who  I  didn't 
know  at  all  very  well  there,  but  sort  of  their  philosophy.   I'd 
run  into  them  briefly  during  periods  of  my  career,  and  now  know 
them  well,  and  they  supported  the  disability  issues  as  well  as  me 
as  a  disabled  woman  leader.   They  have  been  the  type  of  people  who 
didn't  just  talk  to  you  about  issues  but  did  things  to  help  me  and 
help  my  organization  when  there  was  absolutely  nothing  in  it  for 
them.   I  think  those  are  the  people  who  who  have  really  helped  me. 


Cowan: 


Mary  Lou  is  with  DREDF. 
as  well? 


Do  you  want  to  talk  about  her  background 


Sygall:   I  met  Mary  Lou  Breslin  and  Pat  Wright,  who  are  the  founders  of 

Disability  Rights  Education  Defense  Fund,  again,  when  we  had  these 
exchange  groups  who  came  in  from  all  over  the  world,  more  in 
MIUSA.   They  really  didn't  affect  me  so  much  in  the  BORP  days.   I 
didn't  know  them.   But  a  lot  of  times,  if  we  took  our  exchange 
groups,  say,  to  San  Francisco  and  Washington,  D.C.,  Pat  would  do 
the  wrap-up  session  or  Mary  Lou  would  do  the  disability  rights  and 
policy  session.   They  sort  of  brought  the  whole  exchange  thing 
together.   Every  single  program  we've  always  had  someone  from 
DREDF  talk  about  rights  and  policy. 

During  BORP,  I  think,  it  was  more  Diane  and  I  working 
together  and  taking  on  the  consumer  model  philosophy  that  really 
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was  the  biggest  impact  —  and  really  learning  from  the  participants, 
It  was  sort  of  the  camaraderie  of  the  people  that  we  served. 


Changes  over  the  Years 


Cowan:    How  about  a  big  world  view?   How  things  have  changed.   You  got 

there  in  1976.   It's  twenty  years.   How  do  you  think  things  have 
changed  for  people  with  disabilities  over  these  twenty  years? 

Sygall:   Well,  one  thing  we  talk  about  is  the  need--I  mean,  all  the  people 
who  started  working  on  the  disability  movement  are  now  in  their 
forties  and  fifties  [chuckling],  and  I  think  we  saw  a  lot  of 
changes.   We  saw  things  from  not  being  accessible  to  accessible, 
the  emergence  of  disability  groups  around  the  world,  of 
legislation,  of  disabled  people.   Now  we  have  Diedre  Davis,  who  is 
a  disabled  woman,  Diedre  Davis  in  the  State  Department  and  Judy 
Heumann,  Department  of  Education,  and  Michael  Winter.   We've  got 
Pat  Wright  being  the  technical  advisor  to  President  Clinton.   We 
have  disabled  people  in  the  government,  which  we  never  had  twenty 
years  ago.   We  can  make  phone  calls,  and  we're  in  at  such  a  higher 
level. 


Cowan : 
Sygall: 


But  I  think  for  the  younger  disabled  people,  I  think  these 
histories  might  be  important  because  I  think  people  who  grew  up 
thinking,  "Oh,  we  go  to  regular  schools  and  everything  is 
accessible"  haven't  seen  the  history.   Or  a  lot  of  disabled  people 
are,  like,  "Well,  why  should  we  hang  out  with  other  disabled 
people?"   Or  "What  is  the  problem  for  disabled  women?   I  don't 
even  get  it.   Like,  what's  the  big  deal?"   So  I  think  the  older 
people  have  a  sense  of  history,  which  makes  sense,  and  I  think  the 
question  is  to  get  the  new  people  riled  up  so  that  the  rights 
don't  start  going  away  sort  of  as  a  backlash. 

My  goal  now  is  also  to  get  people  involved  more  in 
international  because  I  think  there's  a  huge  discrepancy  between 
what's  going  on  in  the  U.S.  compared  to  what's  going  on  in  other 
countries.   A  person  in  Vietnam  who  has  a  spinal  cord  injury 
doesn't  live  six  months  because  of  pressure  sores  and  kidney 
diseases.   There's  so  much  pain  and  suffering  going  on  for 
disabled  people,  which  just  doesn't  have  to  be  that  way.   It  just 
seems  that  we  have  a  responsibility  to  do  something  about  it. 

How  are  you  going  to  get  younger  people  riled  up? 

I  think  part  of  it  is  to  get  younger  disabled  people  involved  in 
the  youth  programs.   I  think  international  exchange  programs  that 
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target  youth  with  disabilities  need  to  include  information  on  how 
to  participate.   And  to  try  to  tell  them  stories  and  to  get  them 
riled  up  because  I  do  think,  like  any  other  group,  if  people  don't 
stay  organized,  the  rights  start  slowly  going  away  as  a  backlash. 
Even  now,  1  know  that  they  fight  constantly  just  to  keep  the 
legislation  that  we  fought  for. 

Cowan:    Yes.   I'm  sure  that's  true.   That  does  happen  with  any  kind  of 

movement.   Well,  things  have  become  legislated.   Access  has  to  be 
there.   You've  seen  those  changes  happen.   How  about  changes 
culturally  or  socially—discrimination  factors,  for  example.   Has 
that  changed  a  lot? 

Sygall:   Yes.   I  think  in  the  U.S. --and  I  know  it's  very  different  in 

different  parts  of  the  U. S. --there ' s  more  disabled  people  out. 
People  don't  ask  as  many—they  still  do,  but  not  as  often  do  they 
ask,  "How  did  you  get  disabled?"  That  whole  stupid,  stigmatized 
kind  of  question  in  the  U.S.  comes  a  lot  less  lately.   And  I  think 
if  there  is  discrimination,  obviously,  I  feel  in  the  U.S.,  you  sue 
them,  you  know  [chuckling]?   So  in  the  U.S.,  God  help  the  person 
who  discriminates  against  me  in  the  U.S.   I  don't  worry  about  it 
because  they're  in  such  big  trouble  if  they  do  anything  because 
you  can  usually  prove  it  and  they're  in  big  trouble. 

In  other  countries,  legislating  is  not  always  the  answer 
because  it's  not  the  answer  for  them.   They  have  laws  in  Mexico, 
but  no  one  listens  to  any  of  the  laws,  so  disabled  people  can  have 
a  law  in  Mexico,  but  it  doesn't  mean  anything.   In  other 
countries,  maybe  they're  working  more  with  the  mayor  or  they're 
working  more  on  a  community  level.   My  friend  Alicia  Contreras  — 
where  maybe  before  they  stared  at  people  walking  down  the  street 
in  Mexico;  well,  she  just  formed  a  disabled  women's  group  and  they 
put  on  a  play,  and  a  hundred  people  came  and  saw  a  play  about 
experiences  of  disabled  women.   I  mean,  that  was  unheard  of  a  few 
years  ago. 

And  when  she  walks  down  the  streets  and  when  five  or  six 
disabled  women  in  a  group  get  together  and  they're  blind  and  deaf 
and  in  chairs  and  they  go  down  the  street  and  there's  five  of  them 
and  they're  all  giggling  and  laughing  and  holding  hands,  well,  the 
people  who  are  seeing  them—one  person  staring  at  five  women. 
They'll  stare  them  down.   They're  neat,  you  know? 

So  I  think  as  people  organize,  they  can  change  some  of  those 
both  legal  discrimination  things  and  social  discrimination  things 
by  organizing  and  having  a  sense  of  power  and  a  sense  of  who  they 
are . 
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Even  in  Vietnam  the  disabled  people  are  organizing.   They 
organize  their  own  workshops;  they  organize  their  own  employment. 
People  are  not  accepting  the  status  quo,  and  people  are  feeling 
the  solidarity  that  being  disabled  is  being  part  of  a  bigger, 
stronger  family.   Not  enough  people,  but  more  and  more  people  are 
feeling  that  it's  not  a  tragedy  to  be  disabled.   The  tragedy  is 
the  discrimination.   I  think  that's  a  very,  very  big  turn  of  how 
people  think. 

Cowan:    What's  left  to  do  here? 
Sygall:   Here,  in  the  U.S.? 
Cowan:    In  the  U.S. 

Sygall:   Well,  here  in  the  U.S.  I  know  that  life  in  Berkeley  is  not  the 
same  as  life  in,  you  know,  Louisiana.   Again,  I  work  really 
internationally.   It's  hard  for  me  to  speak--!  know  there's  a  lot 
of  discrepancy  between  the  best  states,  what  they're  doing,  and 
other  states.   And  I  think  there  needs  to  be  a  lot  of  work  just  to 
bring  everybody  to  the  same  level. 

Cowan:    And  internationally? 

Sygall:   Internationally,  there's  everything  to  do.   There's  health  and 
education,  and  organizing  and  the  international  development 
programs  and  empowering  more  disability  groups.   It's  endless. 

Cowan:    Are  conferences  really  helpful  internationally? 

Sygall:   It  depends  on  the  conference.   I  think  conference  is  just  a 

vehicle  to  find  out  who  are  the  people  you  need  to  work  with  and 
then  to  work  with  them  and  always,  again,  to  meet  with  the  local 
disability  groups  and  talk  to  them.   They're  vehicles  for  change, 
not  ways  of  making  change. 


Thoughts  on  Independence 


Cowan:    Well,  people  often  describe  you  to  me  as  being  fiercely 
independent.   Why  do  you  think  they  say  that? 

Sygall:   I  want  to  know  about  what  people  say  about  me  [chuckling]! 
Cowan:   That's  one  [chuckling]!   Fiercely. 
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Sygall:   Fiercely  independent.   The  two  things  that  come  to  mind  is  that  I 
didn't  join  existing  organizations.   I  mean,  I've  never  worked  for 
anybody  except  maybe  in  high  school.   I  think  I  see  something,  and 
I  tend  to  start  an  organization  and  start  it  for  myself.   And  I 
think  at  the  Disabled  Students'  Program,  instead  of  saying,  "If 
you  need  help,  call  us  and  we'll  do  it,"  I  would  just  pick  up  the 
phone  and  say,  "I  need  my  golf  cart  plugged  in."   I  think  maybe 
taking  action  more  directly? 

And  I  think  just  my  own  personal  traveling.   I  have  no 
problem—as  I  say,  I  just  was  in  Italy  for  a  month  by  myself.   I 
mean,  I  love  traveling  with  my  friends  and  doing  that,  too,  but  I 
have  no  problem  just  picking  up  and  doing  stuff  by  myself.   So 
that's  probably  the  thing  that  I  can  think  of.   I  don't  know.   I 
think  I'm  aggressive  in  terms  of  what  I  believe  and  in  terms  of 
getting  programs  and  things.   I  think  when  I  work  internationally 
I  tend  to  make  friends  with  people  very  quickly  and  have  people 
write  me.   I  think  I  connect  with  people  very  quickly  and  very 
easily  and  usually  very  well. 

Cowan:    Certainly  it's  impressive  to  me  how  quickly  you  jump  into  things. 
It's  not  by  going  from  the  top  level  down  to  working  to  a  program. 
You  just  start  a  program. 

Sygall:  Yes  [chuckling].  I  do  think  I  have  a  sense  of  there's  not  a  lot 
of  time.  I  think  there's  always,  like,  that  clock  that's  going. 
What's  the  thing  from  "The  Wizard  of  Oz,"  the  sand  coming  down? 

Cowan:    Yes. 

Sygall:   If  someone  ever  said,  "Well,  let's  research  this  for  two  years." 
It's,  like,  give  me  a  break.   We  know  what  the  problem  is.   Let's 
just  do  something.   And  so  I  do  think  we're  on  earth  for  a  limited 
amount  of  time,  and  I  think  it's  real  important  to  get  things  done 
quickly.   I  also  think,  on  a  daily  basis,  I  think  it's  important 
to  get  the  most  out  of  each  day.   I  think  time  is  very  precious.  I 
think  there's  so  much  to  be  done. 

Cowan:    Do  you  think  that  comes  from  your  parents  and  their  experience? 
Sygall:   Yes. 

Cowan:    And  your  sense  of  commitment  to  community- -did  that  come  from 
them,  to  be  involved? 

Sygall:   Yes.   Well,  I  think  they  wanted  to  think  of  life  as  very  fragile 
and  very  precious.   I  mean,  my  mother  every  day  tells  me,  "Enjoy 
each  day.   Treasure  each  day."   I  think  a  lot  of  it  comes  from  my 
parents.   And  I  think  the  uncertainty  of  why  worry  about  all  these 
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things  that  could  happen  and,  oh,  we'll  just  do  that  next  year  is, 
I  think,  also  from  being  in  a  car  accident  when  one  day  life  is 
one  way  and  literally  four  seconds—probably  one  second  — 
everything  totally,  totally  changed.   I  can  get  on  a  plane  back  to 
Eugene  and  be  out  of  here.   I  think  there  is  that  sense  of  you 
really  don't  know  how  much  time  you  have  and  that  life  is  really 
very  unpredictable. 

And  [chuckling]  Cindy  Lewis  told  me—when  she  drove  me  from 
San  Francisco--!  probably  still  have  that  from  my  car  accident, 
too  — the  only  thing  I  am  afraid  of  is  cars. 

Cowan:    Well,  with  good  reason,  not  only  for  yourself,  but  they  are  the 
most  scary  thing. 

Well,  any  final  thoughts?   Just  thoughts  on  yourself  or  your 
life  or  the  movement  or  the  value  of  doing  a  history  like  this, 
for  example.   Does  that  seem— 

Sygall:   It's  the  first  time  I've  done  anything  like  this.   Yes,  I  hope 

whoever  listens  to  this  years  later  I  hope  things  have  changed  a 
lot  more.   I  hope  that  somehow  this  is  valuable.   I  hope  if  it 
helps  somebody  else— sometimes,  you  know,  I  think  about  creating 
programs  —  that  I  don't  think  I'm  at  all  the  best  person 
necessarily  to  create  programs  or  to  do  any  of  this  stuff.   But  if 
nobody  else  is  doing  it,  then  it's  like  all  you  can  do  is  do  your 
very  best  and  try.   There  are,  God  knows,  a  million  more  people 
who  are  ten  times,  a  zillion  times  smarter  than  me  and  more 
competent  than  me  and  do  a  lot  of  other  things.   I  never  did  that 
great  in  school.   I  don't  think  I'm  that  particularly  smart  or 
anything  like  that.   But  I  think  it's  more  that  the  most  important 
thing  is  just  if  you  believe  in  something,  then  you  go  do  it.   And 
if  people  are  better  than  you,  then  have  them  join  you  or  then  you 
join  them.   But  I  think  the  tragedy  is  that  too  many  people  now 
either  wait  for  somebody  else  to  do  it  or  think  they're  not  good 
enough  to  start  something.   And  I  think  if  you  worry  less  about 
that  and  worry  more  about  what  it  is  you're  trying  to  accomplish 
that  that  really  helps. 

For  me,  I  guess  the  thing  that  I  always  say  is- -you  don't 
know  who  believes  you  when  you  say  it— is  the  common  question  was, 
"If  you  could  take  a  pill  and  not  be  disabled  and  if  the  car 
accident  didn't  happen,  would  you  take  it  now  and  undo  that?"  or 
unbecome  disabled  or  anything.   And  I  would  never  undo  anything 
that  happened  to  me.   I  would  never  undo  who  I  am.   I  am  sure  as 
hell  not  waiting  for  the  cure  or  wish  that  I  wasn't  disabled  in 
any  way. 
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And  I  think  I've  had  an  incredibly  wonderful  life,  an 
exciting  life.   I  do  think  that  the  disabled  people  that  I've  met 
in  Berkeley  and  around  the  world  —  and  my  parents  —  are  a  very 
significant  part  of  who  I  am.   If  I  could  just  take  away  all  the 
negative  things  that  so  many  disabled  people  have  to  go  through 
and  if  people  could  just  let  disabled  people  have  their  rights  and 
do  it,  it's  really  what  should  be  happening  in  the  world. 
Hopefully,  I  have  a  few  more  years  left  to  make  that  happen. 

And,  really,  I  just  thank  all  the  other  disabled  people.   I 
mean,  when  I  get  on  a  plane  or  go  into  a  bathroom  or  do  anything 
in  the  U.S.,  I  am  still  to  this  day  very  conscious  that  a  lot  of 
disabled  people  worked  very  hard  to  make  my  life  a  lot  better  here 
in  the  U.S.   And  a  lot  of  those  people  are  not  necessarily  the 
ones  getting  all  the  fame.   I  think  that's  real  important. 

Cowan:    It  just  occurred  to  me,  about  social  attitudes  from  people  that 
it's  pathetic  to  be  disabled.   Do  you  think  that  that  view  is 
changing  at  all  in  society? 

Sygall:   Yes,  I  think  a  little  bit,  a  little  bit  because  there  has  been  a 
bit  more  —  they  see  people  disabled,  and  there's  been  movies  about 
it,  and  they  say,  "Oh,  yeah,  I  know  someone.   They  ski,  and  they 
play  basketball."   I  think  there  is  some  of  that,  but  I  also  think 
that  people  are  still  very—they  think  that,  but  underlying  that 
is  still  the  "but  if  you  could  be  nondisabled,  you'd  be  so  much 
better."   So  I  think  it's,  like,  "Gee,  for  what  you  have  you're 
doin'  pretty  damn  good."   But  I  think  they're  still,  like,  saying, 
"Thank  God  I'm  not  in  a  wheelchair." 

I,  too,  have  people  say,  "When  I  look  at  you,  it  really 
makes  me  stop  and  be  grateful  for  who  I  am."   I  mean,  very 
bizarre.   Like,  those  kind  of  compliments  we  can  really,  to  me, 
from  a  sociological  point  of  view,  see  that,  "You're  doing  great, 
but  it  really  makes  me  thankful  that  I  have  legs."   I  mean, 
there's  a  real  double  standard  of  "thank  God  I'm  not  like  you." 

For  me,  the  biggest  message  why  people  haven't  changed 
totally  their  attitudes  is  someone  says,  "Oh,  Susan,  you're  doing 
such  a  great  job,  and  you  travel,  and  you  do  all  this  stuff.   I 
really  don't  consider  you  disabled."   I  mean,  to  me,  I  always  say, 
"Well,  of  course  I'm  disabled."  Like,  why  do  you  think  that 
someone  who  can  travel,  who  can  be  a  director,  who  can  do 
anything— to  give  them  a  compliment  is  to  say,  "I  don't  think  of 
you  as  disabled."  Why  isn't  disabled  synonymous  with  someone  who 
could  be  successful  and  travel  and  do  whatever?   It's  like  saying 
--I  don't  know— if  IBM  was  headed  by  a  woman,  "Gee,  you're  such  a 
competent  CEO  of  IBM.   I  don't  even  think  of  you  as  a  woman."   The 
woman  would  say,  "Now,  what  does  that  mean?"   And  yet  people  will 
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constantly  say  that  about,  "Gee,  I  don't  think  of  you  as 
disabled."   They're  trying  to  give  you  a  compliment,  but  it's 
still  that  negative  thing  that  being  disabled  is  somehow—if  I  can 
think  of  you  as  not  disabled,  that's  where  the  compliment  is. 

Cowan:   Well,  are  you  done?  Any  final  thoughts? 

Sygall:   I  think  I'm  done.   I  just  want  to  thank  you  again  for  doing  all 
this. 

Cowan:   Certainly.   Well,  thank  you  for  the  interview. 


Transcribed  by  Him  Eisenberg/WordCraft 
Final  Typed  by  Shannon  Page 
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